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Aging and Lifelong Disabilities: Partnership for
the Twenty-first Century explores the einerging
challenges and critical issues posed by the increasing
longevity of older Americans with mental retardation
and developmental disabilities (MR/DD).

That state government leaders from the two
systems of agirg and deviiopiental disabilities
should meet grows natarally ovt of the emerging
intersection of their clientele- .nore adults with
developmental disabilitics are living to later life;
more elders with special needs are requesting services
from the aging network. Conditions of need for
services are real.

Historically older individuals with lifelong
disabilities have either been cared for by their parents
and families at home, or have spent many years in
institutions. Ir: the past they have typically not
survived to old age, nor have they interacted with
systems of community services. As a result, MR/DD
professionals have had little experience with people
with disabilities who are elderly; and because adults
with developmental disabilities have, for the most
part, not lived to late life, aging network
professionals have had little experience in providing
programs or services for elders whc “ave disabilities.

In short, there is little history of interaction
between the aging and developmental disabilities
“systems’’ of researchers, policy makers, planners and
providers in organizing and delivering services to
meet the needs and alleviate the problems of older
people with lifelong disabilities.

The challenges are many. How do providers plan
services for an influx of older adults with disabilities
who have, urnitil this point, been outside the
community services network. having been cared for
Ly their parents or having spent most of their lives
in large institutions? How large is the populaiion in
qur stion? What models of research and practice can
be brought to bear? How might members of our
society with disabilities who are elderly be integrated
into community senior centers, adult day care centers,
and other similar programs developed for older
Americans? How can programs authorized under the
Older Americans Act be made more responsive in
providing the kinds of community services that are
benelicial to older citizens with lifelong disabilities?
What actions should be initiated to build upon,
encourage and maximize the contributions of adults
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with developmental disabilities to others in the
community, whether disabled or not, whether old o1
not? How can the human and material resources of
one system benefit the cliente:s ..« the complementary
system?

Recognizing that state policy-makers, as well as
program planners, practitioners, aging and MR/DD
advocates, and others, need current information on
the rapidly growing and heretofore-overlooked
segment of our society represented by older people
with lifelong disabilities, The University of
Maryland Center on Aging asked outstanding
scholars and national spokespersons from the two
disciplines to develop papers representing their best
thinking regarding projections for the future and
their implications. In addition, experienced state
leaders from across the country were asked to analyze
some of the major obstacles to progress and to
recommend actions for changing existing policies
and service systems to meet the needs of the future. In
the harmonious setting of the Frank Lloyd Wright-
designed Wingspread Center leadership from the two
human service systems, aging and developmental
disabilities, and worked together. In an intensive
agenda participants focused on the essentials: a
vision for the future and practical plans of action.

In designing the Wingspread Conference, the
ultimate focus was on enhancing the capacity of state
governments to develop pclicy and to provide for
comprehensive, coordinated service systems to meet
the diverse needs of older persons with lifelong
disabilities. Tne objectives were to:

W Creare an awareness of national and state policies
that facilitate or reinforce the ability of human
service systems to meet the needs of older persons
with developmental disabilities.

® Communicate current research, best practices, and
strategies for implementing, financing, and
managing services and opportunities for older
persons with developmental disabilities, including
contributions by these adults to others in the
community.

W Foster collaboration between state units on aging
and MR/DD agencies in the development of
services and opportunities for older persons with
developmental disabilites.

ERIC

Aruitoxt provided by Eic:

-



ERIC

Aruitoxt provided by Eic:

& Promoie elfective development, implementation,
and management of programs and services targeted
1o older persons with lifelong disabilities.

B Develop and widely disseminate a practical
policy-oriented book based on the Conference that
includes background information,
recommendations for action, and suggestions for

national and state policy development.

Aging and Lifelong Disabilities: Partnership for
the Twenty-first Century is not the last word on these
subjects but we hope that for rcaders 1t will be a step
in the direction of increased awareness of and
attention to the needs of our society’s older members
who have endured lifelong disabilities.
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The Elvirita Lewis Foundation

The Elvirita Lewis Foundation has suppotted the
publication of this report because we hope it will
raise awareness of the potential conuributions of
handicapped and disabled individuals, young and
old. Qur foundation was created tn 1975 to promote
the belief that older people constitute one of the gicat
untapped human tesources for resolving social
problems. We belic - that very frail older persons,
regardless of the list of incapacities they might have,
still also have capacities. These capacities and the
general perspicacity of older people should be
recognized in designing socially and psychologically
valid social services.

The Elvirita Lewis Foundation believes that
individuals with disabilities and handicaps must be
viewed in the same way, building upon their
capacities rather than dwelling upon their
infirmities. We have found that the old and young,
incdluding those with disabilities and handicaps, can
be allies in improving the quality of their lives,
Assisting one another, they raise their own self-
esteem while encouraging one another’s growth,

Some examples come to mind. Thiough ou
Scator Companion Program we have iecruited and
trained healthy older people to help other more frail
or disabled elders stay in their own homes, and out
of long-term care institutions. We found that regula
visits, assistance with writing checks, shopping,
making meals, and facilitating socialization were ail
useful ways our Senior Companions could help to
improve the self-esteem and independence of frail
older people. We discovered, however, that this was

not enough. So we created “capacity networks,”

bringing two o1 three Senior Companions together
with a dozen or so older fiail clients, in order to get
the group members involved in helping each other.

A Senior Companion helped two frail, elderly
women to enrich the lives of others. The first grew
roses, County Fair award winners. The second, who
was homebound, made stunning flower
arrangements. The Companion transported these
two women to a senior center where they taught
others how to grow roses and arrange them. The
healthier women at the center now take these flower
arrangements to elders confined to hospitals or
nuising homes. The expense was minimal, but the
rewards in human terms were spectacular.

In another “capacity network” an clderly woman,
in a wheelchair but with excellent eyesight, calls
another member who is blind each day to read her
the morning paper and a chapter from a novel.
Encouraged by and connected to others in her
network, this blind woman who was a weaver now
makes beautiful tapestty bookmarks which a third
meiiher distiibutes to other elders.

We could cite many other examples, but these two
demonstrate that the future development of services
for elders and for those who have disabilities must
include them in the planning, oversight, and
delivery of these scrvices. At the Elvirita Lewts
Foundation we hope this 1eport inspires the
development of appropiiate “capacity networks™
imolving disabled people as informal service
providers to one another.




Background

There is an emerging need in the United States
for health, social, and long-term care services,
created by the increasing longevity of citizens who
have endured lifelong disabilities. In numbers
previously unimagined, people with mental
retardation and developmental disabilities (MR/DD)
are surviving into old age and, in many instances,
are outliving their parents and family who have
been providing lifelong informal support for them.

Certain problems are already manifest. Of these,
the most fundamental is the scarcity of information
about who the aged with lifelong disabilities are,
where they live, and what needs they have once they
reach old age. The population of adults with
developmental disabilities is growing notably and is
remarkably diverse. Studies have suggested that more
than 60 percent of those with developmental
disabilities are currently not being served by the
MR/DD service system; that ic, they are often aging
in place with their parents in two-generation
geriatric families.

Across the nation, states are becom’ g more aware
of and more concerned about the well-being of their
citizens who are both aging and lifelong disabled. As
that concern grows mechanisms and policies for
serving elderly persons with lifelong disabilities will
improve. However, it is unlikely that we will have
time for a gradual evolution. Already some estimates
put the number of adults with lifelong,
developmental disabilities at as many as 10 of every
1000 persons over age 60. Conditions of need for
services are real and they are present. It is time for
concerted efforts between the aging network and the
DD/MR system to clarify policies, identify and
remove obstacles to cooperation, and initiate services
and programs that focus on the intersection of their
two systems, i.e., the elder with lifelong disabilities.

To assist states it planning their responses to the
current and emerging needs of older citizens with
lifelong disabilities, The University of Maryland
Center on Aging invited leaders from across the
country representing state developmental
services/mental retardation programs and state
offices on aging to participate in a three-day working
conference in June 1987 at the Wingspread
Conference Center in Racine, Wisconsin. The papers
and summaries of work group discussions in this

Executive Summary

book contain some of the most innovative thinking
and recommendations for action in the field today. It
is hoped that they will help to stimulate both better
understanding of the needs of this population and
clearer vision regarding the obstacles to be overcome
and the strategies for effective policies and practices.

The University of Maryland Center on Aging
acknowledges the vital support of the National
Association of State Units on Aging, the National
Association of State Mental Retardation Program
Directors, Inc., the Joseph P. Kennedy, Jr.
Foundation, the Elvirita Lewis Foundation, the Pew
Charitable Trusts, the Retirement Research
Foundation, the President’s Committee on Mental
Retardation, the National Institute on Aging, and the
many consultants and advisors who have given
generously of their time and their knowledge ‘fhe
convergence of so many organizations to sustain our
work is symbolic of the cooperative efforts that will
be required to address the demands that elders with
lifelong disabilities present.

Definitions of Aging and
Lifelong Disabilities:

A developmental disability is currently defined
un-er the Developmental Disabilities Assistance and
Bill of Rights Act as a severe, chronic disability of a
person which:

(A) is attributable to a mental or physical
impairment or combination of mental and
physical impairment;

(B) is manifested before the person attains age 22;

(C) is likely to continue indefinitely;

(D) results in substantial functional limitations in
three or more of the following areas of major
life activity: self-care; receptive and expressive
language; learning; mobility; self-direction;
capacity for independent living; and economic
self-sufficiency; and
reflects the person’s need for a combination
and sequence of special interdisciplinary or
generic rare, treatment, or other services which
are of lifelong or extended duration and are
individually planned and coordinated.

(E
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Developmental disabilities (DD) may include
cerebral palsy, blindness, deafness, mental retardation,
orthopedic handicaps, multiple disabilities and other
lifelong conditions.
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Mental retardation is defined as “‘significantiy
subaverag. zeneral intellectual func tioning exisung
concurrently with deficits in adaptive behavior and
manifested during the developmental period”
{American Associa’ion on Mental Deficiency).

Aging is more difficult to define. Research at The
University of Maryland Center on Aging discovered
about a dos a chronolugical ages associated with the
onset of old age in the developmental disabilities
literature. Within the aging network age 60 is mc .t
commonly used as the onset of old age because
entitlements urder the Older Americans Act are
; "gged to age 60. Consensus is r.eeded regarding the
chronological demarcation by which to define elderly
status for those with developmental disabilities. Once
definitional clarity is achi~ved, researchers will be
able to study the prev ‘¢nce and characteristics of
that segment of the population which is both clderly
and lifelong disabled, and planners wili be better able
to anticipate demand for and appropriateness of
services. Longitudinal studies are needed to track the
aging process in this group and to distinguish
“cohort’’ or birth group effects frem individual
differences.

Despite shared concerns and significant s..ilarities
between older Americans in the mairstrc n of
society and those with lifelong disabilities, there are
strikiag differences. For exaraple:

® Individuals with developmental disabilities
usually require an array of services over thei:
entire lifetime, in contrast to chronically disabled
people who are disabled later in adulthood or, in
the case ~f elderly individuals, who need services
only during the waning years of their life.

B The person with a Jevelopmental disability needs
a changing array of services during different
periods in his or her life, in contrast to an eiderly
individual or a person disabled during adulthood
who typically requires a gradually increasing
intensity of ‘ervices on growing older.

® Due to the early o set of disability among the
developmentally disabled, therc is less iikelihood
of residual life skills which help to compensate for
any impairments they may have later in life.

® While an individual with developmental
disabilities usually requires a variety of specialized

educational, vocational, and habilitative services
oriented toward the acquisition of basic life skills
(selt-care, socialization, gross and fine motor
development, etc.), individuals who ate disabled
later in life need a variety of specialized
rehabilitation services aimed at restoring,
reteaching, or substituting for previously exising
skills.

Services Sectors

Elders with lifelong disabilities can participate in
services and programs through three types of systems.
These are: 1) the age-integrated MR/DD service
sector (such as group homes and sheltered
workshops) which include some elderly clients with
mental retardation and developmental disabilities,
along with younger adult service recipients, 2) the
generic aging service sector (such as senior centers
and nutiiion sites) in which the elderly with lifelong
disabil* “es participate in programs designed for the
general (non-disabled) elderly population, and 3) the
specialized service sector for elderly persons with
lifelong disabilities which includes services designed
exclusively or primarily to meet their needs.

Cross-Cutting Issues

Policy makers and leaders in the ficlds of aging
and developmental disabilities should be aware of
issues that traverse the differences between
mainstream adults who grow old and adults with
developmental disabilities who grow oid, aud stivaid
be aware of concerns that each system of clientele,
services, and providers encounters in common.
These ‘“‘cross-cutting”" issues highlight the similarities
that may help forge a partrership between the
systems that is built on a vision for the nation, a
vision that emphasizes growth and opportunity, one
that does not pit one generation’s needs against
another nor one group against another within the
same generation.

Marginzlity. Both the elderly and those with
de. "loprrntal disabilities have historically been
outside tae mainstream of society, although certainly
to different degrees. Aging in this country has
tiaditionally meant progiessive disenfranchisement,
sometimes forced sepatation from the “contributing
sector” of the economy, while today’s elders with
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developemental disabilities have experienced a
lifespan of segregation from the social flow.
Overcoming these centrifugal social forces is basic for
each group’s development.

Family Caregiving. Care provided at home by the
family has historically been, and will prospectively
be, associated with both groups. Adults with
developmental disabilities have, in the main, been
cared for by their families in the community, rather
than by professional providers in formal,
institutional settings. At the same time, estimates are
that 70% to 80% of the chronic or contin . ‘re
received by formerly mainstream and now f1a,
dependent elders is provided by family members,
unassisted and often times unirecognized by the
formal care network. Supporting and reinforcing the
irreplaceable resource of family caregiving is central
to the functioning of both the DD/MR and aging
systems.

Contributions by Clientele. Leaders in each system
have separately discovered the valuable contributions
that their “clientele” can make to others. The aging
network now programs for peer counseling by elders,
intergenerational activities involving children and
elders, social or humanitarian aid by and to eiders as
in meals-on-wheels and home chore services.
Similarly, the DD/MR system has become
accustomed to contributions by mentally retarded
adults as assistants to elders in nursing homes and in
adule day care centers, by handicapped adults as
companions to frail elders in senior centers and to
children in educational settings. Enhancing the
contributions of one system’s clientele to the other
would benefit both systems and help dispel the
stereotypes associated with marginality.

Heterogeneity. Diversity or heterogeneity typifies
both the DD and aging populations. It is axiomatic
within the aging field that as a cohort (birth group)
grows older, its membership becomes less alike. This
is no less true among adults with developmental
disabilities, whether mentally retarded and non-
retarded. One encounters a range of abilities and
needs among elders of the same age with the same
developmental disability, to say nothing of
differences in akilities and needs between individuals
of different ages with the same disability. At the

piesent time, for exampie, elders classified as
mentally retarded are in general less impaired than
«heir younger counterparts, because the former were
often mislabeled early in life and because their more
severely retarded members failed to survive to later
life. The differences between individuals, indeed, their
their very individuality, need to be acknowledged
when planning programs like intergenerational or
senior center activities, whether the person in
question is 2 mainstream adult grown old or an
elder with lifelong, developmental disability.

Goal Clarity. Both systems are in flux, their
populations changing. Thoughtful leaders within
each network ask, “Where are we going?’’ For
example, does the DD system establish a new
“product line” for its DD aged, separate from its
traditional age-integiated (serving all ages) approach
and separate from the generic (serving all elders)
approach of the aging rietwork? Similarly, does the
aging network itself develop a system parallel to DD
services in order to serve the increasing numbers of
elders who suffer late-life disabilities like Alzheimers
disease? Should the two systems share an agenda and
coordinate resources (people, time and money) on
given advocacy issues? Decision-making about goals
is pressing and will have far-ranging consequences
for both systems.

Education for Providers. There is immediate need
for improved education and training for the two
systems’ professionals and paraprofessionals; for
more awareness of the increasing inte: - .don of
systems without a history of previous .nteraction; for
extensive cross-training about the philosophy,
terminology, funding streams, practices and other
specifics of the complementary system, so that
appropriate referrals and resources are employed.
Education and training should inculcate creative
problem-solving, using the combined resources of the
two systems, in order to rearrange ‘‘mental
geography” which restricts what professionals and
paraprofessionals see as their domain or mandate.
Education and training should aim to stimulate
interagency and intersystem coordination, such as
conferences, joint research and planning on cross-
cutting issues like transportation, elder abuse and
family caregiving. Ironically, because we are not yet
in a period of crisis regarding the intersection of




aging and developmental disabilities, some of the
incentive for creative problem-solving and innovative
intersystem action is absent.

Exchange of Services. Each system possesses
resources, human and material, of potentially great
value to the clientele of the complementary system.
Senior centers and other generic aging-related
programs can be meaningful, enjoyable experiences
for elders with lifelong disabilities, but usually
“don’t count”’ as satisfying the DD elder’s
requirement of a given number of hours of active
treatment/programming a day. Similarly, DD day
facilities have the programs and experienced
personnel that might benefit formerly mainstream
adults who are now behaviorally and cognitively
unstable because of Alzheimer’s disease. But
eligibility criteria present an nbstacle. The two
systems have answers to the other’s needs, if criteria
and requirements can be addressed creatively.

Governmental and Programmatic Obstacles

Need for more kr~wledge. Too often, state aging
and MR/DD leade: s and staff know little about the
complementary sys em. 'ncreased knowledge and
heightened awareness about each other’s authorities,
budgets, policies. implernenting structures,
functions, prioritics. mandates, and target
populations are necessary if the states and the nation
are to make progress toward achieving improved
services and service integration on behalf of older
Americans with lifelong disabilities.

The aging and the MR/DD service delivery
networks have markedly different organizational
structures. While the Older Americans Act of 1965
and its amendments have fashioned a fairly standard
model of operations for aging-related service uelivery
within the states, there are a half dozen or more
organizational typologies for MR/DD services among
the several states. These differences dictate sensitivity
to the state system in operation.

Aging and MR/DD agencies have different means
of regulating and monitoring their respective service
systems. Because of the interplay between legislative
policies and regulations, closer coordination and
communication between agency staffs are needed to
improve statewide planning so that overlaps and
gaps between and among programs can be identified.

In-service training of professionals, para-

professionals, and informal care providers—and
education of the public at large—are extremely
important in terms of eliminating stereotypes, myths,
and other barriers serving to impede effective service
delivery to older persons with lifelong disabilities. At
the same time, attention must be directed to finding
agreement on definitions, language, and terminology
used by both the aging and the MR/DD systems.

Need for Creative Use of Resources. Money poses a
real problem, both the lack of it and the restrictions
placed on its use. Creative applications of available
monies must be realized in order to serve older
Americans with lifelong disabilities. Existing
services fail to meet the needs of a great many of these
citizens, in large part due to categorical program
restrictions and restrictions in eligibility. such as age
criteria. States are caught in the dilemma of funding
following the service, rather than following the
people who need assistance.

Currently more than 60 percent of the older
population with developmental disabilities are not
being served by the MR/DD service system. More case
management services are needed to forestall a
potential crisis when the aging parents are no longer
able to care for their mature adult offspring.

The aging network and the DD/MR system are
bureaucracies which heretofore have not intersected.
The separation of current services which are based on
categorical programs and separate funding streams
and are restricted to serving preferential client groups
has kept state aging and MR/DD service systems
separated, too.

The extent to which integration of services can be
carried out on behalf of older persons with
developmental disabilities will be affected by
Medicaid policy. Recently, Medicaid has pi >vided
limited coverage of community-based health and
social services through the Home and “ommunity
Based Waiver Program. However, expaasion of this
demonstuation to a full federal entitlement program,
accessible to all low-income people who need long-
term care, will be very costly and is not likely in
today’s political and economic climate without
concerted efforts.

There is a need to rethink housing and
transportation policies to assist individuals with
lifelong disabilities in remaining a part of their
community. Services to support caregivers and
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expansion of in-home adult day care are examplss of
the creative thinking needed. Wherever passible,
segregation of clients with developmenta! disabilities
should be avoided. Itis essential that aging and
MR/DD systems do whatever can be dore to give
clients first choice ip choosing living arrangements.

Many elderly clients with developmental
disabilities live in poverty. Regardirg non-clients, we
have little knowledge about the economic conditions
of the 60 percent of elders with lifelong disabilities
presently unserved by the system. Does economic
status of clients predict participation? Will these
non-clients be forced over time into impoverishment
as well? Although ““60 percent” is an estimate of the
currently unknown and unsery2d population of
elders with developmental disabilities, there is no
certainty that such 2 figure is truly representative of
all localities. There is a need for continuing research
at all levels.

Setting Our Priorities

Since 1981 progress on developing and
implementing solutions to continuing-care problems
has been slowed. Appropriations for federally-funded
aging-related and long-term care services have been
diminished. Even existing services supported under
such mechanisms as the Older Americans Act have
been cut back, so that operating programs are not
available to the numters of people served previously.

In this atmosphere of diminution, the immediate
challenge is to avoid “cannibalizing” each other’s
program in oider 1o stay alive. Rather, aging and
MR/DD leaders must demand resources fo their
work, as well as supsport for joint or collaborative
programs between them. Pointedly, leaders must
avoid “blcck granting’’ of programs that puts them
i competition with each other, pitting the needs of
one constituency against the other.

States run the risk of developing pouicies and
services before therz is a clear understanding of the
nature of the problem or the characteristics of the
population. Long-range planning for this unserved
population will nc-t be possible without betier
information about who they are and what needs
they have.

The impact of d. fferent service mod<ls on various
subgroups of the e.derly MR/DD population needs

1o be carefully examined. There are no uniform
approaches that will work well with all. Thus,

what is needed is a full range of services and better
information on how best to match a given individual
with a particular mix of services.

One near-term priority for state aging and MR/DD
service systems must be to support the expansion of
Medicaid home and community care coverage. As
mentioned, such coverage is now available on a
limited basi- in some areas of the country through
use of Medicaid waivers. However, Medicaid, as
presently designed, still contains a strong
institutional bias, forcing individuals into
institutional placements that might not be necessary
were community-based alternatives available and
affordable. Because of Medicaid’s severe income
restrictions, too many elders are forced into poverty
before they are eligible for any publicly supported
long-term care.

Several states are experimenting with private
insurance options for offsetting some of rhe costs of
long-term care. Most of these policies cover only
nursing home care, perpetuating the institutional
bias of current federal programs, Medicaid and
Medicare. There are now more than 50 private health
insurance policies available. Realistically, however,
such policies will only be affordable to people in the
middle and upper income ranges, and insurance
carriers are likely to be unwilling to provide
coverage to individuals who are disabled and likely
to require long-term care.

A longer-term strategy might include expansion ot
Medicare to cover community-based long-term care
services. Recently, several op.ions have been
proposed and examined, such as instituting a “‘Part
C” component to Medicare that would provide
insurance against e cost of long-term health care.

It is important to remember that Medicare and
Medicaid are health insurance programs. Many elders
with developmental disabilities do not have high
needs for health care, but rather require social
services, such as housing, transportation, and
assistance with managing money and other aspects of
their lives. As noted, federal funding for social
services has been significantly cut back since 1981. An
immediate objective for advocates of persons with
disabilities should be to support increases in state
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and federal funds for social services.

In order to insure continuing, appropriate services
for citizens with lifelong disabilities, our ultimate
goals should include the development of a national
long-term care system that is comprehensive,
affordable, and humane. Some advocates have
proposed combining state and federal health care and
social services programs and funds into a
coordinated, single-entry lang-term care system in
which needy individuals regardless of age or income
status have access to basic needed services. Advocates
for the aged and for those who have lifelong
disabilities should work together toward the
realization of this achievable goal.

Recommendations

Adults with developmental disabilities are
surviving to later life. In this sense, the aging-related
and developmental disabilities “systems” are
intersecting; and it is prudent to build bridges
betweer them, bridges that will carry people, ideas,
information and assistance across :n both directions.
For not only is the developmental disabilities system
of providers, programs, and services encountering
greater numbers of adults with lifelong disabilities,
but also the aging network is experiencing and will
continue to experience more ana more formerly
unimpaired adults who suffer later life disabilities.
Lessons learned in responding to the needs of ¢lders
with lifelong disabilities enrich the capacity to
respond to the needs of those with late-onset
impairments.

Recommendations from the special interaction at
Wingspread have been organized according to the
most appropriate organizational level for
implementation, i.e., national or state, and accc -ding
to the method or form the recommended action
might take, i.e., modification of public policy,
information gathering and sharing, training and
education, and technical assistance.

National
A. Public Policy

1. Consideration should be given to the principle
of *“aging in place,” which means keeping older
individuals with disabilities in familiar surroundings
and altering their current environments, rather than
moving them from place to place.

2. There should be federal initiatives to encourage

the career preparation and the continuing education
of those who will work with the new populations
who reach old age. Recruitment, education, and
retention of these professional and paraprofessional
caregivers must be addressed because of the growing
numbers of elders with disabilities.

3. There needs to be a national program of
entitlement for long term care.

4. Modification of Medicaid is the logical basis for
improving and expanding community-based services
to older persons. For example, adult day care could
be seen as a generic opportunity providing for all in
need, irrespective of their life histories, i.e., lifelong
or later life disabilities, thereby offering social and
medical services for both relatively functional, mildly
impaired DD/MR elders and formerly mainstream
elders with later life impairments like Alzheimer’s
disease.

5. Medicaid rules should be revised to assure that
they reflect as much as possible the special services
needs of older individuals with lifelong disabilities.

State

A. Public Policy

1. State aging and disability agencies should
exnlore together ways of involving the private sector
in coordinated information gathering and sharing,
training and education, and technical assistance
related to the aging of adults with lifelong
disabilities. Joint public-private task forces are one
possibility.

2. The diverse service needs of older individuals
with lifelong disabilities should be incorporated into
the state plans of departments of aging, health,
transportation, social services, housing, etc.

B. Information Gathering and Sharing

1. State aging and disabililty agencies need to
undertake cooperative introspection, focusing
internally within the state to understand and evaluate
the total array of existing programs, benefits and
services, to identify strengths and weaknesses, and to
work for more effective coordination of resources, all
of which would result in greater benefits to elderly
individuals with disabilities.

2. State agencies need to identify the statutory
directives, appropriations, prohibitions, and
regulations under which aging or disability
programs operate, in order to address misconceptions




3. State aging and disability agencies need to
encourage a more intensive program of initiatives
aimed at improving services, like living arrangeiments
and transportation, for older Americans with
disabilities.

4, There needs to be better understanding of the
philosophical, terminological, and operational
differences between the aging and developmental
disabilities systems. For example, the aging netwoik
tends to be oriented toward ‘“‘settings’ (senio1 center.
adult day care program), while the MR system
emphasizes “‘supports” (individual plans, goal
plans); “functional skills" means Activities of Daily
Living in the aging field, I1Q in the MR system

5. Paralleling a federal initiative, the states need o
give attention to the recruitment, education and
training, pay, turnover, and licensure of caregiving
personnel, from volunteers to professionals. Theie
should be a systematic apprcach to the education of
all service providers, including students in preservice
programs, new graduates, and beginning
practitioners.

6. State aging a ~d disability agencies should
establish interagency task forces as a means of
providing better policy articulation and diiection for
programs and services.

7. Interagency cooperation tan be accelerated by
considering both individuals’ knowledge and
interpersonal skills in choosing people to seive as
liaison between the aging and developmental
disabilities systems.

8. Joint, collaborative rescaich and needs
assessments conducted by aging and disabilities
agencies together will produce mmore accurate
information on the numbers of eldas with lifelong
disabilities in the state, their characteristics, seivice
needs, imvolvement in curtent programs, projected
trends, etc.

9. Cunent inforimition about ¢ldeis with lifelong
disabilities, as well as that subsequently obtamed,
should be shared regularly with the seveial
infoimation and referral (I & R) services offered by
the various community-oriented agencies and
depaitments which operate at state and local levels,
e.g., adult se1vices, aging, he -th, sodial seivices, etc.

10. States should consida tiying some program
initiatives on a demonstration basis, ¢.g., integiating
elders with developmental disabilitics into a given

senior citizens center, developing emergency foster
care within the department of social services for
adults with mental retardation, or offering
specialized DD/MR day program services to formerly
mainstream elders with Alzheimer's disease. Sharing
results of these initiatives could ultimately re-shape
public policy at state and national levels.

11. State aging and disability agencies should
exchange experiences regarding effective public
education strategies. Historically, their clienteles
have been outside of the social mainstream, have
been the subject of misunderstanding and
stereotyping. The two systems should work together to
overcome these negative attitudes by iointly
producing public education brochures, public service
announcements, editorials, and other creative
mechanisms.

12. State agencies should establish coalitions with
advocacy groups, in addition to those 1epresenting
aging and disabilities concerns, in order to establish
or improve service system linkages beneficial to all
elders with special characteristics. Comprehensive
advocacy for betier transportation services is an
example.

13. State and local aging and developmental
disabilitie. agencies should establish internship
exchanges that enable personnel in one system to
spend a brief, concentrated period of time at an
equivalent position in the other system, so that
administrators and service providers, for example,
can learn the functioning of the complementary
system.

C. Training and Education

1. Attention must be given to dispelling negative
attitudes of elderly advocates toward persons with
disabilities, negative attitudes of disability advocates
toward aging, and the general public's negative
attitudes toward aging and disabilities.

2. Statewide conferences focused on the
intersections and joint concerns of aging and lifelong
chsability are needed for personnel in both systems.

3. Cross-training of agency staffs and practitioner
networks needs to be incorporated into state
training plans for both the state unit on aging and
the state unit on developmental disabilities mental
retardarion.

4, Training content should be comprehensive,
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covering the range of client characteristics, as well as
the available human and material resources that can
address these characteristics. Participants should
become versed in similarities and differences between
MR and NR elders, and between DD and non-DD
elders. Participants should learn about life
transitions, diversities within the populations in
question, assessment techniques, funding streams,
legislation and other issues related to adults with
lifelong disabilities.

5. Staffs and others associated with programs (e.g.,
elders who are members of senior centers) ought to be
invested in the goal of integration if DD elders are to
be introduced into aging services or elders with later
life disabilities are to participate in DD services.
Education should include the goals and philosophy
behind integration, and planned mechanisms fer
discussing problems that may arise, so that
integration is seen as a shared priority rather than as
an imposition,

D. Technical Assistance

1. State aging and disability agencies need to assist
each other in establishing joint cooperative standards
for services, particularly with respect to adult day
care and group homes, to open up more service
opportunities for older individuals with lifelong
disabilities.

2. Case management operations and methods
should be assessed so that a common strategy is
employed for determining individual service needs,
and there can be cross-referrals between the aging and
developmental disabilities systems.

3. Aging and disabilities agencies at both state and
local levels should confer with and assist each other
in order to develop joint testimony on budgetary
needs, joint budget plans, and joint programs of
operation.

4. There is a need to rethink housing and
transportation policies in order to assist individuals
with lifelong disabilities to remain part of their
community. For example, the mental retardation
system should explore some of the housing options
being developed or encouraged by the aging network
for elders who cannot remain (otally independent any
longer, such as accessory apartments, shared housing,
ECHO housing, etc.

5. In order to improve communication and
cooperation, state aging and disabililties agencies
need to initiate an 1ntensive, on-going program of
technical assistance to each other. The 1987
reauthorization of the Older Americans Act requires
coordination between these entities in planning,
information sharing, needs assessments, and service
previsions. These should be realized and expanded.
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iPart one: Introduction

Edward F. Ansello and Thomas Rose

Aging and Lifelong Disabilities:

Problems and Prospects

The potential consequences of jc*  »2:ticipation by
state aging networks and state devel. pmental
disabilities systems in addressing the needs of older
Americans with lifelong disabilities are exciting. if
not tremendous. The considerations and obstacles are
many. Tying together two different service deliver
systems poses real challenges to and places weighty
responsibilities on those agencies that would
undertake such a design. Yet the emergence of
increasing numbers of elders with lifelong disabi'ities
dictates creative and forward-thinking action.

In structuring new strategies, state leaders will
need to direct attention to the intersections of aging
and lifelong disabilities. The following is as clos: to
a state-of-the-art review of those intersections as ¢xists
in 1988.

Characteristics of Population: A Group of Many
Parts

B The life histories of most older Americans with
developmental disabilities are generally very
different from their non-disabled peers. Mot have
had little education, have been isolated to a grea®
extent from normal life experiences, and have had
few relationships outside their immediate family
or disabled peer experiences.

® Dissimilar as they may seem, older citizens with
developmental disabilities hold much in common
with other members of our aged population as
they grow older. They need the same sensitivity to
their individuality, the same openness to various
solutions for meeting basic human needs. For
instance, possible programnming options include:
(1) traditional settings, such as group homes and
sheltered workshops, where one remains with
younger developmental disabled adults, (2)
integrated generic services for older persons, such
as senior centers, adult day care centers, and
nutrition programs, (3) specialized services for

older persons with developmental disabilities, and
(4) active structured retirement. Most older
Americans with lifelong disabilities easily adjust
to generic senior programs.

® Older citizein.. with developmental disabilities

share many of the same medical conditions and
impairments, and have many of the same chronic
health problems, as the older American
population in general. Cardiovascular conditions
top the list, followed by motor, self-care, and other
functional impairments.

® Many older persons with developmental

disabilities are relatively high functioning, able to
communicate, free of maladaptive behaviors, in
good health, and do not look disabled. Functional
limitations, however, may increase with age, as
they do with most older Americans, and they may
supersede chronological age as a cause of frailty.

® There is great confusion at all levels over the

difference between long-term mental illness and
developmental disabilities as both populations
age. Older persons with developmental disabilities
do have mental health needs which, in many cases,
are similar to the American population in general.
‘These needs, however, may be exacerbated with
age.

B The stigma of aging and developmental

disabilities can be particularly threatening to frail
and well elders alike who are anxious about their
own cognitive capacities and ability to function
competently. It bears repeating that greater
variation exists within age groups—disabled and
non-disabled—than between them. At the same
time, there is some truth to the proposition that
some elderly persons with developmental
disabilities may be more similar to old-old frail
persons (those over age 75) than to the younger
aged (those between ages 65 and 75).

*This 15 a revised verston of an essay that onginally appeared 1n Aging and Developmental Disabilities: Research and Planning. Fina! Report to
the Maryland State Planning Council on Developmental Disabilities (College Park, Md - National Center on Aging and Disabilities, Center on
Aging, the University of Maryland, April 1987).
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Aging and Developmental ® If people with lifelong disabilitics who are elderly
: ilitiae: H are incorrectly perceived to have a support
Dlsab"'t'es' The SI'ent network already in place within institutional or
Emergency community systems, some may interpret this as
o o evidence that this population is being adequately
® There is disagreement as to how many citizens served. Without accurate statistics about

with developmental disabilities are aging and
elderly. Current estimates range between 200,000
and 500,000. And recent figures suggest that as
many as 10 or more of every 1,000 persons over age
60 have a lifelong developmental disability. Based
on information available, the population of elders
with developmental disabilities may well double

in this country before the year 2000.

Older persons who have a developmental disability
are often in double jeopardy and are often not able
to advocate for themselves. Their parents or their
caregivers—now into their seventies and eighties—
historically have served a necessary and very
important role as active advocates. For these
reasons, attention should be given to the provision
of advocacy for this population.

Two-generation geriatric families are becoming

the rule for older persons with lifelong disabilities
living at home with their families, Jiven that

these persons are surviving their parents in ever-
increasing numbers, the two-generation geriatric
family poses a serious challenge to those who

share the responsibility for assuring that there is a
safety net of basic protection in the community for
meeting the health and social support needs of
people with disabilities who are elderly.

At present, only about 40 percent of the estimated
200,000 to 500,000 older Americans with lifelong
disabilities are currently known to the MR/DD
service network, with an even smaller percentage
actually being served. Long-range planning for
this unserved population will not be possible
without better information about who they are and
what needs they have.

For the population of older persons with
developrnental disabilities, current programs,
services, and funding sources are incremental,
fragmented, categorical and confusing. There is a
need to stimulate high quality, coordinated,
collaborative, and integrative program
development.

community supports, further planning and
program implementation attempts will be futile.

8 In this context, the perception of the problem is a
crucial problem itself. Certain professionals in
both the aging network and the MR/DD system
refrain from becoming involved in addressing the
needs of older persons with developmental
disabilities because they overestimate the
difficulties of effecting improvement in existing
programs. To bring about change we must first
increase our knowledge of aging and lifelong
disabilities and develop the skills to translate this
knowledge into effective service,

Maintaining Relatedness: The
Need for Choices

® Far too many older persons with disabilities live in
institutions today. Emphasis should be placed on
alternatives to institutionalization and policies
that promote stability and permanence in the
community,

® The more restrictive settings encourage less
adaptive skills and greater dependency. Various
less restrictive supportive service alternatives and
opportunities in the community need to be
explored in place of institutionalization.

® Community living options for this population
include home care, foster/personal./family care,
group homes, supervised apartments, shared
housing, boarding homes, sheltered housing, and
nursing homes. These options can be provided
through either the MR/DD service system or the
aging network, or through a combined network.

® Community living promotes independence,
health, skill maintenance and development,
positive peer relationships, and access to generic
programs and services. In most, if not all, cases the
mobilization of community-based resources not
only adds to the general quality of life of older
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people with disabilities, but also assists in
promoting skills of positive adaptive behavior.

Structured living arrangements which encourage
the development of informal support networks and
the use of commuaity health and social services—
thus allowing for continued independent living—
have not adequately been explored for older
persons with developmental disabilities.

Financial and permanency planning today and for
the future should become the rule for older persons
with lifelong disabilities living at home with their
families. In the midst of crisis, when their parents
die or can no longer care for them,
institutionalization may be seen as the only viable
alternative.

The number of older people with disabilities on
residential and day waiting lists, and the time they
remain on waiting lists, must be examined.
Institutional placement is not the only
alternative, even in the midst of crisis.

Various models of community-based respite care.
including adult day care, should be explored to

support the families of the developmentally
disabled who are themselves growing older.

It is important to encourage the continued
development of community activities so that elders
with developmental disabilities can have the
option to choose active retirement if they so wish.

Again, most older persons with developmental
disabilitics now living in institutions do not need
to remain there. Institutional life has created a
complex set of problems. The task of
deinstitutionalization is enormous, and the
solution should not simply be the uniform and
often inappropriate transfer of former residents of
institutions to nursing homes.

State and national leaders in the aging and
developmental disabilities networks, in
cooperation with local leaders, "aust consciously
and creatively work together to provide the
leadership necessary to ensure that the nation’s
public and private resources are marshalled to
address the needs of older Americans with lifelong
disabilities.

Aruitoxt provided by Eic:

11



an "w‘:ﬁ-

Edward F. Ansello

The Aging and
Disabilities Partnership

The Wingspread Conference is the culmination of
efforts that began in 1985. It is also, we hope, the
beginning of efforts that will grow in each of the
states over the next several years..A culmination and
a beginning...

At that time, Dr. Thomas Rose and I began what
became a collaboration in aging and disabilities—he
as an active member of the Maryland Developmental
Disabilities Council and coordintor of the aging and
disability program at Montgomery College—I as a
gerontologist and a director of the Center on Aging
at The University of Maryland. We realized that cur
disciplines increasingly were intersecting.

The demographic revolution of the twentieth
century has meant not only that mainstream adults
are living longer in unprecedented numbers, but also
that special populations are surviving in ways not
previously experienced and, importantly, not
planned for. Adults with developmental disabilities
are outliving their parents who may have kept them
out of the MR /DD service system, or are aging along
with their parents in two-generation geriatric
families. These families, in turn, pose new and
special challenges.

In order to research the needs of these populations,
to develop policy, to plan and to manage programs
and opportunities, professionals in the two systems
of developmental disabilities and aging must work
together. Yet our two systems often speak different
languages and operate under different philosophies,
laws and regulations. We have seldom interacted
with each other. There is precious little history of
cooperation. We are painfully aware of the
differences and the barriers between us. On the other
hand, our two systems are being drawn together by
the evolving status of our clientele. We can and must
learn to read the differences between our two systems
as opportunities, not obstacles—as complement, not
challenge, to our own expertise. We must begin to
interact more meaningfully.

We conceived of the Wingspread Conference as an
opportunity: an opportunity for the leaders of the
two systems from the several states to share reseaich,

to understand best practices involving elders with
lifelong disabilities, to become better acquainted
with the complementary service system, and to

initiate or advance action plans for this population.

We know that this Conference is a significant
point in the work of The University of Maryland
Center on Aging, and we hope that the ideas,
togetherness, and dialogue which come forth will
lead to actions that benefit our nation’s elderly with
lifelong disabilities.
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Jean F. Elder

On Aging and Lifelong
Disabilities: A New Response

FOREWORD

In this discussion of the inlersections of aging and
lifelong disabilities, Dr. Elder states that stersotypes
about persons with developmental disabilities must
be overcome as a prerequisite to changing pui lic
policy. One myth, explains Elder, is that the elderly
and people with disabilities arc Lelplesc 2ad
dependent. A very general model of productive
volunteerism is set forth, foliowea by a review of
federal inttiatives to support jamily caregivers, in
which attentics is jocused on reducing the need for
formai services and institutional care. From 1982 to
1986, Dr. Elder was commissioner on developmental
disabilities, U.S. Dep~riment of Health and Human
Services. In 1986, she -vas named acting assistant
secretary for human development services. Dr. Elder
has written numerous articles on developmental
disabilities.

Much has been said about the “graying of America."
And much has been said about the “silent
minority’”’—a minority not so silent anymore. Not
only are the disabled not so silent themselves, neither
are their families.

Yet many stereotypes still must be overcome as a
prerequi .ite to changing public policy. Among the
stereotypes about the aged and disabled are those of
helplessness and dependency. Many of the programs
for both populations, bound by tradition and
bureaucratic resistance, and usually with the best of
intentions, encourage dependency.

We know the facts to be otherwise. Most older
Americans are keen of mind and healthy of body well
into their later years. And most people with disabilities
are not incapable, but definitely capable of
productivity, self-sufficiency, and integration into the
mainstream community.

That is why the agenda of this meeting is so
challenging: to look past the stereotypes about aging
and disabilities so we may create an agenda for the

next century for that segment of the population
which is both aging and disabled.

Productive Volunteerism

The Administration on Aging and the
Administration on Developmental Disabilities jointly
funded last year a model demonstration project,
Enhancing the Life Changes and Social Support
Networks of Elderly Disabled Persons, directed by
Phyllis Kuligen. One significant component of this
project was its matching of elderly persons with
developmental disabilities with volunteer peer
companions at nursing homes and Olde1 Americans
Act-funded senior citizen centers. An anticipated
outcome of this effort was an enhanced quality of life
for the elders with developmental disabilities.

Volunteer companions came away from this
experience with @ much more positive perception of
the person with whom they interacted directly. It may
be concluded tha. interaction among disabled and
non-disabled elders leads to th¢ overall enhancement
of the social status of persons with developmental
disabilities. Concomitantly, volunteers from nursing
homes and senior centers expressed genuine
satisfaction with developing friendships with
disabled persons. It could be argued that their own
social status and self-esteem were enhanced by their
interaction with persons with developmental
disabilities.

Support for Family Caregivers

I am working very hard on an initiative that I refer
to as the Family Caregiving Project. This isa
department-wide initiative to support caregivers in
their efforts to (1) prevent inappropriate
institutionalization of a family member, (2) prevent
unnecessary hospitalization and reduce the length of
stay for a family member, and (8) remain employed,
rather than quitting to provide care at home.

Family members —wives, husbands, daughters,
sons, friends, neighbors—provide the grea: majority
of help needed by individuals to continue living in
their own homes and communities. There are
approximately five million older Americans living in
their communities in the United States who need
assistance of another person or a special aid to
perform one or more selected personal care ac..vities.

Editor’s Note: Ths is an abbi. viated version of Dr. Elder's opening Conference address
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And about 80 percent of the care provided older
people is by family members, friends, and volunteers.
Ninety percent of the nearly four million people

with developmental disabilities also live at home
with their families. And many more of the estimated
29 million Americans who are suffering from mental
illness are remaining in their own homes and
communities than ever was true in the past.

Obviously, as we look at what is happening in our
culture, the ability of family members to continue as
caregivers is being challenged, not only by the sheer
volume of the need, but also by the changing
demographics of the work force. Women, the
wraditional caregivers, are now working outside the
home. It is very clear to all of us as we struggle with
these policy issues that families, regardless of these
changes, continue to waut to care for their family
members. When you visit with them and talk with
them, you will hear from them that they also want to
live their lives with some independence and dignity,
and they want the member who needs care to have
independence and dignity. Those are phenomenai
ctallenges for us.

The private sector is committed to caregiving and
is seeking assistance. We have to think creatively
about how to work best with them and lead our
expertise to them so that they can get involved in a
very positive way. It is clear to me that they are
looking for ways to assist their employees with the
care of their family members.

Ithink it is essential that the Department of Labor
be involved in this Family Caregiving Initiative, as

should ACTION, the Veterans Administration, and
the Department of Agriculture. I want to make this as
broad as it possibly can be.

Last year, our department sponsored a conference
on Supporting Famiiy Caregivers, attended by some
30 people representing a variety of agencies within
HHS, as well as three private foundations, eight
national professtonal and vcluntary associations, and
a host of other interested organizations and
individuals. We asked participants in that conference
to join together in a common pledge to begin to
share information and to provide better training for
professionals, para-nrofessionals, and volunteers who
work with caregiving families. We are working very
hard to turn those pledges into reality.

In Conclusion

We have seen a very different view of people with
developmental disabilities in the last decade, and
especially since we began the employment initiative
four years ago. We have changed the thrust of the
developmental disabilities program from one that
catered to and even encouraged dependency into one
which emphasizes self-sufficiency. As assistant
secretary, I encourage those same goals in our older
Americans program to seek outcomes—including
productive volunteerism in the community,
continued participation tu the extent desirable and
:easible in the economy, and independent living
arrangements, rather than in senior citizen residences
or institutions,

The Administration is already deeply involved in
12 projects for serving persons with Alzheimer’s
disease, aimed ar providing support for efforts to find
new and innovative ways to enhance the abilities of
informal caregivers to serve vulnerable older persons
at home and in the community so as to reduce the
need for formal services and institutional care. Four
other projects seek to improve the quality of home
care through demonstratons and training for home
health aides and their supervisors. To me, the family
caregiving approach has enormous potential.

@
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Jack Ossofsky

The Aging Developmentally
Disabled as a Dimension
of All Our Goals

FOREWORD

yick Ossofsky in describing the capccities and
potential contributions of the aging network for
serving mature adult persons with lifelong
disabilities calls for a nationwide “investment in
sensitivity training and education for both networks."”
Citing areas of needed action, Ossofsky concludes
that a first order of prio; ity must be to articulate a
national policy based on “‘a return to the
fundamentals and directions of building a caring
society.” This lucid discussion of the partnership
between aging and lifelong disability does much
toward clarifying some of the complex issues
involved. Mr. Ossofsky, who is president of The
National Council on the Aging, Inc., is one of the
nation’s leading advocates of the aging.

The planners of the Conference call for a partnership
fi - the twenty-irst zentury. It gives us less time than
it wou.d appear. By then the demographic data and
those people who will then have insinuated
themselves into our agendas whether we are ready or
not. We are, therefore, urged to start getting ready
now. Even now there are more older people in our
midst and in the cohorts ready to march into our
programs than we are able to serve. And within their
ranks, .Iso aging in increasing numbers, are the old
who huve carried lifelong disabilities with them.

Successes of Past and Current Efforts

The partnership between aging and lifelong
disability is possible a1 real, and its precursors are
already here in a number of different related areas.
Some, the National Council on the Aging and I have
been closely associated with.

As one who has been involved particularly in
highlighting the capacities and potential
contributions of the aging, I see the evidence of such
a partnership in the Foster Grandpare¢nt Program
which we designed during my first year at NCOA,
and in the more recent ramily Friends Program
which NCOA launched three years ago in

Washing.on, and which we are now replicating in
nine cities across the country.

Building on the Foster Grandparent concept,
¥imily Friends recruits and trains older volunteers to
work in homes of families with chroniczity ill and
developmentally disabled children. They provide
training, recreation, and friendship to these
children—and comfort, friendshiy, ard linkage to
community resources for the parents. The Family
Friends model will surely be further replicated with
older home aides and paid older peogie and soon
become a widespread, well-known modality of
service.

Moderately disabled young adults, including some
with developmental disabilities, are now being
counscled by older volunteers in Project Teamwork.
This is a new endeavor in which NCOA is working
with the Foundat.on for Exceptional Children tc
open tl:e job market for disabled young adults, help
them find jobs and coaches, and support them as they
learn work skills and the requirements of the work
place.

In addition to the use of older volunteers and paid
workers, the ‘‘aging establishment” (and the word
connotes more cohesiveness than is merited) also has
facilities and programs that are opening up to the
challenge of serving those with lifelong disabilities.
Those services are there to serve all the aged
regardless of prior circumstances. The aging
developmentally disabled and the aging parents of
marure adult disabled persons are part of tke
“aging,”” and are entitled by right and by law to share
in these progran ..

The senior center movement, the burgeoning adult
day care centers, congregate meals programs,
transportation services, ar:d other elements of the
community-based continuum of aging services are
beginning to show that those with developmental
disabilities can be integrated and served. NCOA is
currently launching two demonstration projects

sing senior centers as ‘fter schooi facilitie: for latch
ey kids, and if this experiment proves workable, we
hope it can be expanded to test the petential role of
.de [senior] center for intergenerational

rogramming with developmer.tally disabled
«Lildren, for socializing for children, for respite for
their parents, and for sharing and giving by the
senior center members. A key element in this project,
in addition to the facility itself, ot -ourse, is the




involvement of the older [senior ] center participants.

But the center itself, as a facility for socializing,
recreation, social service support, health promotion,
and more, needs to, and in some instances already
does, reach out to and serve the frail aged,including
those with lifelong disabilities. NCOA's study of The
Senior Center and the At Risk Aged, with its
resulting guidelines to center leadership and the
involvement of the organizations of the disabled,
highlighted these issues. It was followed up with the
implementation of training for staff of aging
programs across the country.

A recent newsletter survey of the members of the
National Institute of Adult Day Care served to
sensitize day care providers to their potential for
serving not only the emotionally frail and those with
symptoms of dementia, but also those with mental
retardation and other lifelong developmental
disabilities. [It] documented the beginnings of such
service being extended to new segments of the
vulnerable aged and, most important of all, helped
sensitize the ac'ult day care network to a new
potential of clientele.

Clearly, at the state level, we can also cite
increasing instances where the offices of aging and
departments dealing with developmental disabilities
are beginning to plan together, to explore overlap of
constituencies and needs, to see the ramifications of
the creative use of Medicaid waivers for the
developmentally disabled and the otherwise
vulnerable aged, and to test other partnerships as
well. In a time of increasing demand and limited

resources, cross-funding of services, outreach and
training and shared efforts, and coordination between
the aging and DD networks could stretch resources
and help overcome the real issues of turf, conflicting

eligibility regulations, and different program emphascs.

Future Outlook

As we in the field of aging learn more about the
DD networks and their assets and, more importantly,
about the developmentally disabled theinselves, 1
believe we will find more benefits to the partnership
whose foundation we lay today and ways to use it
more effectively.

As we learn more about the capabilities of many of
the developmentally disabled themselves, and
increzse our comfort in dealing with them as persons,
not conditions, we will, I believe, {ind that they are
an asset too in our attempts to find new resources for
service to the aged.

We in aging services nee. to learn more from the
experiences of those who serve the mentally retarded
and developmentally disabled, r.ot only as we serve
more of “your” traditional clients who have grown
old, but also as those who age in place in “‘our”
programs increasingly show signs of emotional and
mental programs, including dementias. We need to
learn more from you about your significant success
in demonstrating the effective use of Medicaid
waivers for alternative services in small group homes
to the previously or potentially institutionalized.
These demonstrations hold great promise for all the
frail aged if the waivers road block can be opened.

We speak of the “network,” but it is a mix of
services and resources, promises and hopes, gaps and
fragmentation. What saves it 1s that most older
people manage fairly well without it, living their
lives in families and in communities. It is when time
erodes their resources, families, health, and
capabilities, as it t_, often does in late life, that they
seck to utilize the “‘network,” and having been
strangers {rom it, have difficulty {inding what they
need in the place and way they would like to have it.
Except for the senior center which emphasizes
services to the well aged and often has a positive
community image, the aged who are well *.sc the
service network only little and have trouble getting
hold of it when they need it most.

Funding has not kept up with the numbers nor the
needs, and the Congress has heaped new “must do’s”
on the key service legislation without adding
adequate “with what’s.”

As one whe 1s no stranger to the developimental
disabilities servire network, for my grandson has
Down syndrome, I know that the network is no less
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fragmentes "hard to reach, and uneven in the quality
of its services. In some respects, it has even soft-r data
about potential participants in our joint programs.
As [those who were kept at home in an earlier period]
grow up and grow old, and especially as their parents
age, they enter the search for supports and services,
often for the first time. Both our networks must
develop a joint agenda which finds ways to make

our public and voluntary agency services more
accessible.

Both our networks tend to deal with people in
extremis. This was to have been avoided in the Older
Americans Act with its emphasis on expanding
opportunities, health promotion, employment, and
support for the preventive gerontology aspects of
community services and service centers, in addition to
its requirements of service to the frail and most
vulnerable. But the recent pressure of penurious
policy and the lack of an alternative long-term health
care system pushes it and its state and local agencies
to filling gaps in community-based care and skewing
its resources toward health-related social care.

Commitment to Family Caregivers

In recent years, as the pressures of
deinstitutionalization and dehospitalization put
increasing burdens on the families of the sick and
disabled, both our networks have begun to look at
the support and the care of the caregiver. The aging
of the population has, for most older persons, meant
caregiving by upper middle-aged and young-old
women. In the case of the developmentally disabled
who are themselves growing older, the caregiver is
often an increasingly frail aged person coping with
her own or his own aging along with that of an older
adulc child.

The c.rcumstances of the second group of
caregivers is complicated by the need, to plan for
stable, secure, permanent residence and care for the
dependent adult child in the anticipation of the
caregiver's frailty or death. For many of these parents,
the need to ask for sheltered living arrangements or
protective services often carries with it an old stigma
from a prior time from which they sought to hide.
For some, seeking such help from agencies serving
the aging may, indeed, make it easier to accept
assistance and services. Aging organizations which

offer retirement preparation materials need to explore
the preparation of special modules for this segment
of the aged.

Our partnership must seek to support and serve the
caregivers of both segments of the population we
serve. They need to be made part of the emerging
organizations of community-based caregivers, self-
help and supports groups. Corporations, churches,
unions, adult day care, family service agencies, and
other groups are beginning to sponsor and provide
support, training, respite, and help to caregivers.
These efforts merit—require—our support,
participation, and involvement as well.

It cannot be lost on us either that the feminization
of caregiving and feminization of aging both lead to
the increased feminization of poverty in our society.
Caregivers belong on our agenda.

Hope and Frustration

I will stop here to tell you a story. I had occasion to
be hospitalized briefly, unexpectedly. As they wheeled
me into a room, [I observed] that my roommate had
Down’s syndrome, and he was an adult. I had scarcely
been moved into my bed when his father came
rushing to my side of the bed to prepare me for what
I might find an uncomfortable situation. He
immediately said to me, “I hope you don’t mind, My
son is disabled. I am sure he won’t be any trouble to
you." I said, “It will be all right.” Having recognized
what I knew well from my own family experiences. 1
tried to assure him that there was nothing to worry
about.

The time I spent in that room with that man was
in no way different than it might have been with any
other patient who had his problems. I had mine.
Each time his father, who was well into his seventies,
came in, he was loving, he hugged him, he kissed
him, he talked with him, and he came several times a
day. And he always came to intercede, concerned
about that son.

As I was being discharged, he came over and again
was apologetic. And I tried to reassure him by saying,
“I understand. There’s nothing for you to be
concerned about, however. He’s fine. He talked. He
took care of his needs...I have a Down's syndrome
grandchild. I understand your concern, but you don’t
have to be worried about him. He's doing very well.”

And tears welled up in his eyes. And seventy years
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of concern, of caregiving, of the pressures he carried
suddenly came forward, and he began to ask
questions about my grandscen: who is doing well,
who is in school, who is being mainstreamed, who
just starred as the boy in Peter and the V/olf, who
sang in his church choir...And this man said, “Oh, if
only that had been possible for my son. When he was
born, they told me I would have to put him in an
institution. I visited the institution, and I ran from it
and never wanted to go back. How marvelous that
years later your little buy can get on a srhool bus
with other children and go to school.”

What that man felt, and what he carries with him
in his older years requires not only that we build
mcre sheltered workshops where his son goes, and
not only more facilities for housing where his son
lives now with other people like Limself and has
begun to function in the community, but that we
don't forget that father either. That is part of our
constituency—our constituencies. We need to assure
this man, as his life ebbs, that the services, the
outreach, the comfort, and the sense of security will
continue for his son’'s life. So we do, indeed, have a
joint mission. And you may understand why I have
a commitment to our joint cause.

The Policy Challenge

In seeking to build a working partnership, we need
to confront and explore a number of issues.

Having shaped bureaucracies to dispense service
and dollars, we are too often focused on how we use
existing mechanisms, rather than what the perscn
wants and needs. We must serve each person one by
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one and find ways to emphasize the being that
remains under the frailty and seek his or her
enhancement and emergence. The person is not the
disease or frailty. The disease or frailty is not the

person. We must seek to keep our programs people-

centered, even when that makes administration more
complex. The commonality of chronology must not
be permitted to blind us to the individuality of each

person who comes to us or whom we find.

Our partnership requires unity before we have a
unified agenda. Turf and resource struggles
stemming from competition for a piece of the
diminished pie is a disservice to our high purposes,
but remains a reality as long as resources are
inadequate. We must strengthen one another’s voice
and present a chorus of joint demands to the public,
to the legislators, and to the administration at all
levels. Let us not cannibalize each other's programs,
but demand sufficient resources for both and for
special joint programs.

Aging organizations bring to this partnership a
somewhat different perspective based on a different
background. Advocates for the disabled have sought
more access to the mainstream programs. Aging
advocates have, by and large, succeeded by creating
categorical programs. Qur experience teaches us that
the aged, and probably the lifelong disabled, lost out
in the past when broad programs without clear
directives regarding target populations were enacted.
Without losing our identity, we can support each
other’s categorical program efforts and build
something more for both.

We should insist on the need for an an investment
in sensitivity training and education for both
networks. Those dealing with the aged are often
unfamiliar with the conditions involved in
developmental disabilities, reluctant to work with the
retarded, unsure of their skills, and unfamiliar with
the people involved. It is probably the same for those
fearful of dealing with aging and, in the process,
confronting the reality of their own aging and their
mortality. Additionally, the aged, fearful of their own
increasing frailty, are often reluctant to add to their
milicu those whose disabilities or mental faculties
mirror precisely what the aged are fearful of having
happen to them.

None of this is to suggest th: we should not
proceed. It is, rather, to emphasize that we must
anticipate behavior, prepare for it, avoid it through
training in sensitive action. Where this has been done
in senior centers and adult day care or in communal
housing facilities, it has worked well, and the
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expected mutual supports and symbiosis developed.
It takes investment and it takes new resources.

Our partnership needs to reach into the community,
too, to gain community support and, especially,
more opportunities for employment for our target
groups. Discrimination in the work place stands in
the way of economic security and income protection
for both our constituencies. [NCOA has] developed a
tool to overcome it (called GULHEMP). Let's use it
and other approaches to insist on job training and
placement for all who can work, who want to work,
with an emphasis on their capabilities, not their
limitations.

The decline of the labor force between now and the
twenty-first century provides us with an opportunity
to respond affirmatively with trained, properly
placed workers. This means we have to be prepared
to encourage those who have been previously rejected
or never exposed to the world of work to leave the
shelter of our programs while we support them in the
period of transition. Training, placement, screening,
advocacy all take funds. But our juint emphasis on
hiring capacity and readying the workers and the job
market would pay back society many-fold of its
investment.

Many of those we seek to serve, however, cannot
enter the work force. Poverty is an added portion to
their cups. Our partnership needs to give priority to
ending poverty among the most vulnerable who
make up a significant portion of the SSI
beneficiaries. That federal-state floor of benefits does
not yet equal our own public definition of poverty.
and few states supplement it so that it comes
anywhere close. If we are to end the perpetuation of
poverty, let us speak with one voice to demand that
SS1 benefits at least equal, if not exceed, the poverty
mark which our communities have established.

It is not enough for us to manipulate systems and
to tinker with programs. We must look at the policy
context and the larger issues within which we operate
and which affect our vulnerable constituencies.

Most of the programs and systems we represent
grew from a period when the nation's leadership at
the highest levels called for a commitment to the
poor and the vulnerable as the highest national
priority. Our partnership must undertake a united

call for a return .. the fundamentals and directions of
building a caring society.

That means that our national priorities must first
be investment in instrumentalities that extend and
enhance life, that enable life to flourish, not endless
investments in inst:uments of death and destruction.

No, we have other priorities represenced in the lives
of people who need escape from nursing homes and
institutions, but for whom there is no adequate
community-based system of quality health and social
care.

No, we reprc ent people who need a
comprehensive long-term care health system that
protects from the catastrophy of a long illness, a
chronic condition, or a lifelong disability. How long
can we expect individuals and families to carry alone
the endless cost and unending burdens of long-term
care? .

No, we represent people tied to their present
environment by the unyielding policy that limits
medical waivers which could permit greater
experimentation with new modalities of service,
home health, day care, and small group residences {or
the aged and disabled.

No, we represent people whose lives have been
limited too long by the medicalization of their
options, who need an integrated system of health and
social services based on a consumer sensitive and
1esponsive program where resources for non-medical
services are not controlled by the Rx of physicians,
where competent social workers, therapists and,
indeed, family members are capable of making
decisions and providing care, and where
1eimbursement does not require a medical degree,
ar.’ rhere the vorce of the person is heard in the
land.

No, we represent the concerns of those often not
able to express their needs as well as those who can,

[ Concluding Observations
|
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but are overlooked as yesterday's people. And we need
to remind policy-makers of both parties and in all
places of power that the social insurance mechanism
which enabled us to provide much in benefits and
protection has not yet been so effective that we can
take back with one hand what improvements we
provide with another, and that the time has come to
use that well-accepted, univeisal entitlement system to
fund a national care program without the stigmas of
means tests or the threat of pauperization, but with

the promise of accessible, integrated health and social
services for all.

We can build a partnership on program and service
goals, but it must be based on a vision for our
communities and our nation that takes us into the
twenty-first century committed to the human
betterment of the frailest, the weakest, the least aware,
50 that we can all reach the {full potential of our years
and our being.
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Part two: Building Partnerships

Marsha Mailick Seltzer
introduction to Aging and
Lifelong Disabilities

Context for Decision-Making

FOREWORD

The population of Americans with disabilities who
are elderly is a very difficult one to define precisely.
This is because both delimiting characteristics—
“aging” and “lifelong disabilities” —are themselves
elusive concepts. The author’s purpose here is to
clarify the essential facts now known about aging and
lifelong disabilities, the variable characteristics of
this population, and the service sectors currently
being utilized. Dr. Seltzer is associate professor of
social work at Boston University where she has done
extensive research in mental retardation and aging.

What is a developmental disability? The current
definition of a developmental disability, adopted in
19781, is as follows:
The term developmental disability means a severe
chronic disability of a person which—

(A) is attributable to a mental or physical
impairment or combination of mental and
physical impairments;

(B) is manifested before the person attains age 22;

(C) is likely to continue indefinitely;

(D) results in substantial functional limirations in
three or more of the following areas of major
life activity: (i) self-care, (ii) receptive and
expressive language, {iii) learning, (iv)
mobility, (v) self-direction, (vi) capacity for
independent living, and (vii) economic
sufficiency; and

(E

~—

reflects the person’s need for a combination
and sequence of special, interdisciplinary, or
generic care, treatment, or other services which

Mental Deficiency, 1983)

3].8. Siegel, “*On the Demography of Aging,” Demography 17 (1980). 245-364

are of lifelong or extended duration and are
individually planned and coordinated.

The largest subgroup of the DD population
consists of persons with mental retardation. Mental
retardation is defined as significantly subaverage
general intellectual functioning (1Q of
approximately 70 or below) existing concurrently
with deficiis in adaptive behavior and manifested
during the developmental period (between birth and
the eighteenth birthday).2

In order for MR to be a lifelong handicap, it must
not only be manifested before the twenty-second
birthday, but it must also continue to be manifested
through adulthood. Research on the prevalence of
mental retardation reveais rhat it is a dynamic rather
than a static condition. During school years,
approximately 3 percent of the school age population
is classified as mentally retarded, while in adulthood
the prevalence rate drops to 1 percent. This drop
occurs because there is less “‘official scrutiny”’ of
intellectual functioning in adulthood than dvring
school years, when the educational system is the
primary diagnostician.

In old age, at least two phenomena affect the
prevalence of MR. First, some segments of the MR
population, such as those with Down'’s syndrome,
have a shorter lifespan than the general population,
This has had the effect of reducing the number of MR
persons who survive to old age. Second, some persons
who were identified as mentally retarded in
childhood, but whose functional skills were adequate
enough to avoid this label in adulthood, may re-enter
the MR service system in old age when they become
more frail and once again in need of formal services.
This phenomenon increases the number of known
MR persons in old age. The net effect of these two
phe1omena has not yet been precisely estimated.

Demographically, age is often defined in years.
Common ages used to demarcate the onset of old age
in the general population include 60, 62, 65%. Some
gerontologists differentiate the “young-old” and the

Editor’s Note: Dr Seltzer’s paper reflects her extensive experience with the population of elders with mental retardaton, generally, this 1s
the only diagnostic subgroup of the clderly population with developmental disabiliies about which much 15 known

IP L. 95-602, Rehabilitation, Comprehensive Services, and Developmental Disabilities Amendments of 1978,
2H. Grossman,-ed., Manual on Terminology and Clascification in Mental Retardation (Washington. D.CC . American Association on
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“old-old,” using 75 or 80 as the cut-off point between
these two groups.*

Other gerontologists have offered alternative
models for the definition of aging and old age. For
example, Eisdorfer's functional definition identifies
four stages of life: (1) children and youth in whom
society invests resources in anticipation of future
benefit, (2) adult workers (paid and unpaid) who
generate the goods and services used by the entire
society, (3) healthy persons who have retired from
their ordinary employment, but who are not
functionally dependent upon others, and (4) frail
individuals who cannot function independently. It is
only those in group four who are considered to be
elderly, irrespective of age.’

Yet another approach to the definition of aging
was summarized by Birren who conceptualized three
components of aging: (1" biological aging, which is
an individual’s capacit- r survival, (2)
psychological aging, which is a function of changes
in a person’s “adaptive capacities,” and (3) social
aging, which is the extent to which an individual
fulfills the expected social and cultural roles.5

In research on the MR/DD population, the term
“elderly” generally has been defined demographically
(age in years)... Various ages-have been used as the
lower limit of old age, the most common of which is
age 55.7 Some policy-makers have argued for the use
of age sixty as the defining lower limit for the
MR/DD population in order to conform with the
Older Americans Act.? Disagreement still remains
about this issue among policy-makers, planners, and
researchers. Therefore, the definition of the lower age
limit of this stage of life for the MR/DD population
remains an open issue—once in need of our attention
at the present time.

Size of the Population

If we focus only on the MR subset of the DD
populationfor the moment, use age 55 as the cut-off
point, and use a | percent prevalence rate for mental
retardation, it can be estimated on the basis of Census
data that there were approximately half a million
mentally retarded persons aged 55 and over in the
U.S. in the year 1982.9 However, only about 200,000
persons are currently recipients of services from the
MR/DD service system.!? Thus, only about 40
percent of the expected number of elderly mentally
retarded persons are currently known to the MR
service network.

While some individuals in the unknown group
may be receiving services from the network of generic
aging services, we have very little information about
how widespread this phenomenon really is.
Obviously more accurate epidemiological studies are
needed to provide better estimates of the size of the
elderly MR population and to determine whether the
I percent prevalence estimate is the most valid
estimate on which we should base our planning
cfforts.

Variability of Population

Gerontologists often note that as any cohort of the
population ages, it becomes more heterogeneous due
to the impact of differential social, psychological,
and health-related experiences. This phenomenon
appears to be true with respect to the MR/DD elderly
population. [As] Janicki and Jacobson
noted... “greater variation in group and individual
skill levels occurs with advancing age
and...impairments of aging impact unevenly upon
different individuals.”!! [The point is] that a range of
needs—and a continually changing range at that—

sce, for example, G Streib, “The Franl Elderly Research Dilemimas and Rescarch Opportunties.” The Gerontologist 23 (1983). 10- 11,
5C. Eisdorfer. “Conceptual Models of Aging. The Challenge of a4 New Fronuer.” American Psychologist 38 (1983). 197-202
5 E Birren, "Principles of Research on Agmg." in Handbook of Aging in the Individual, edued by J E Birren (Chicago. The University

of Chicago Press, 1959): 3.42,

"M.M Seltzerand M W Krauss. Aging and Mental Retardation: Extending the Continuum (Washington. D . American Association on

Menial Deficiency. 1987).

8M P Janicki, L. Ackerman, and J.W Jacobson. “State Developmental Disabilities Aging Plans and Planming for an Older Developmentally

Disabled Population.” Mental Retardation 23 (1985)- 297-301)

9M W. Krauss, “Long Term Care Issucs for Mentally Retarded Elders.” paper delivered at the H11th Annual Conference of the American

Association on Mental Deficiency. Los Angeles. 1987

10M P Janicki. LA Knox.and J W Jacobson, “Planning for an Older Developmentatly Disabled Population.”” in Aging and Developmental
Disabilities: Issues and Approaches, edited by M.P. Jamicht and H. M. Wisniewshr (Balumore Paul H Brooks., 1985).
M p Janicki and ] W Jacobson, “'Generational Trends in Sensory, Phystal, and Behavioral Abilines among Older Mentatly Retarded

Persons.” American Journal of Mental Deficiency 90 (1986): 496.
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must be addressed by the service delivery system in
order for it to be responsive to the lifelong
characteristics of this population.

Service Sectors Utilized

Broadly speaking there are three service sectors
that are now utilized by elderly MR/DD persons.
These are:

The Age-Integrated MR/DD Service Sector.
Nationally it is very common fof elderly MR/DD
persons to be served in age-integrated programs [such
as group homes and sheltered workshops). According
to research conducted at the University of Minnesota
Center for Residential and Community Services, in
1982 fully 25 percent of all mentally retarded persons
served in community residences were between the
ages of 40 and 62, and another 5 percent were aged 63
or older.

How different are elderly and younger adult
MR/DD persons in their characteristics and service
needs? Elderly MR/DD persons, like all of us,
experience age-related declines in health and
functional abilities. However, it does not necessarily
follow that such persons function at a lower level
than their younger adult counterparts. In fact, there
is good evidence that the reverse is true.!2

The elderly [MR/DD] cohort includes some
persons who in their youth were classified as

“borderline’” mentally retarded, who would not be
labeled as mentally retarded today and who are, thus,
not included in the younger adult cohort. [By
comparison,] the younger adult cohort contains
severely and profoundly retarded persons not
expected to live to old age and who are, therefore, not
represented in the older cohort. Thus, the two
cohorts are composed of a substantially different mix
of persons. The net result is that on the average,
nembers of the older group function at a sunerior
level to members of the younger group even through
as individuals, members of the older group may be in
the process of declining.

For these reasnns, it is possible to integrate some

elderly MR/DD persons into programs designed for
younger MR/DD adults without substantially
modifying the services offered to them or the
expectations made of them. Thus, age alone should
not be seen as a barrier to service integration.

However, some MR/DD elders do exhibit age-
related changes—medically, behaviorally, or
functionally—which require a special resp:onse.
These changes may necessitate age appropriate
services. In such cases, individuals can turn to either
the generic aging services sector [or] the emerging
sector of specialized services for elderly MR/DD
persons.

The Generic Aging Service Sector. We now know,
based on the direct experience of front-line
professionals, and based on the resulis of a few
preliminary studies, that there is a great deal of
participation in the generic aging service sector by
MR/DD elders.!* We still lack good data about the
full extent of this utilization and the nature of the
services accessed. Most importantly, there is no
documented track record as to the appropriateness of
such services for MR/DD elders or the
appropriateness of MR/DD elders for such services.

Utilization of generic aging services is consistent
with our field’s belief that MR /DD persons should
interact to the maximum extent possible with the
“ordinary” community. At different life stages this
means different things. For children, integration
means attending public schools and participating in
mainstreamed classrooms. In adulthood, it means
living in community-based and homelike settings
and participating in the world or work. In old age, it
may mean retiring from work, pursuing leisure time
activities, and, in some cases, utilizing generic aging
services.
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Thus, consistent with the goal of community
integration, having the diagnosis of menta}
retardation or developmental disability should not
necessarily be seen as a reason for exclusion from the
network of generic aging services. However, we
should also not assume that generic services will be
appropriate or desirable for all elderly MR/DD
persons.

The Specialized Service Sector for Elderly MR/DD
Persons. Some MR /DD elders are not good
candidates for generic aging services due to the
nature of their disabilities or to limitations in the
availability or capacities of generic aging services.
Such individuals may be best served by specialized
services forelderly MR/DD persons. Specialized
services are either developed specifically for the
purpose of serving this population or adopt this goal
when a majority of the clients reach old age.

In 1985, when Marty Krauss and I conducted a
nationwide survey of specialized programs for elderly
mentally retarded persons, there were over 500
specialized programs in operation in the U.S. The
rate of growth of this service sector during the few
years prior to our survey was very rapid, largely in
response to a population of mentally retarded
persons who swere aging in place in the age-
integrated MR ser vice sector and who possessed
special age-related needs.

While specialized services are an emerging response
to the needs of a subset of the population of elders
with mental retardation, some professionals in our
field have raised the concem that such services are too
specialized and have the effect of isolating MR/DD
elders from both the age-integrated MR,/ DD service
sector and the generic aging service sector. Clearly the
balance between specialization and integration is a
delicate one. Therefore, no one response will be
appropriate for all MR /DD persons in this stage of
life. We do not yet have sufficient knowledge,
however, regarding the best match between
individual needs and the service sector that can most
appropriately respond to these needs.

Summary and Implications for the Future
There are, in my view, four central challenges

facing researchers, policy-makers, and practitioners
in the immediate future.

First, we need to achieve consensus regarding the
chronological demarcation by which to define
“elderly."” Once definitional clarity is achieved, we
will be able to study the prevalence and
characteristics of this population. Specifically,
longitudinal studies are needed to track the aging
process in this group and to distinguish cohort effects
from individual differences.

Second, we need to carefully examine the impact of
different service models on different subgroups of the
elderly MR /DD population. In this context, we need
to keep in mind the heterogeneity of the population.
While they are predominately mildly and moderately
retarded, their life experiences have often been very
debilitating. This is the generation that either grew
up in institutions or at hove with few or no services.

There are no uniform approaches that will work well
with all. Thus, a full range of services is needed, and
we need better information as to how best to match a
given individual with a particular mix of services.

Third, there are many elderly MR/DD persons
who do not receive formal services. We do not know
much about their characteristics or need for formal
services. We also do not know a great deal about their
families who have been providing lifelong informal
support for them, and who may not be able to do so
indefinitely. Long-range planning for this unserved
population will not be possible without better
information about who they are and what needs they
have.

Lastly, I know that it is common for researchers
like me to end remarks like these with comments on
the need for more research. Regarding the aging
MR/DD population, we run the risk of developing
policies and services before we have a clear

ok - -
T e e = .




understanding of the nature of the problem or the
characteristics of the population. Qur assumptions
about elderly MR/DD people have at times been
incorrect. This is an excellent opportunity for
researchers, planners, and service providers to work
together toward the common goal of developing high
quality services for mentally retarded or
developmentally disabled persons once they reach old
age.

Robert M. Gettings

Barriers to and Opportunities for
Cooperation between the Aging
and Developmental Disabilities
Service Delivery Systems

PREFACE

To understand the policies and problems of a
particular service system, one must underst. 1d the
environment in which it operates. The author’s
purpose here is to provide a meeting ground for the
two systems of aging and developmental disabilities
‘“tn which we can idenlify cooperative points of
interest and...develop a specific action agenda for
pursuing those interests.”’ In this paper he reviews
federal and state policies that a’fect present and
potential cooperation between the two systems. Mr.
Gettings is executive director of the National
Association of State Mental Retardation Program
Directors, Inc.

Despite the fact that programs for aged and disabled
persons generally are delivered through distinctive
agencies at the state and local levels, society’s basic
approaches to dealing with chronically impaired
individuals, as well as the specific legislative vehicles
through which public assistance is furnished, are
often identical.

Thus, for example, the primary sources of federal
assistance for both elderly and disabied persons are
the major social entitlement programs: Social
Security, Supplemental Security Income, Medicaid,
Medicare, Title XX social services. These two often
vulnerable populations also are linked together in
numerous federal transportation programs, federal
housing programs, and food assistance programs. As

a result, with increasing frequency, the fate oi
national legislative efforts to assist non-elderly
persons with chronic disabilities is closely tied to
the outcome of public policy decisions affecting
elderly persons.

In many ways this linkage between society’s
approaches to aiding persons who are aging and
persons who have disabilities makes logical sense.
First of all, the frail elderly and the developmentally
disabled often need a coordinated array of health
services, income maintenance assistance, and other
social supports for undefined lengths of time. Also,
the problem of isolation from the mainstream of
society and devalued public images that grow out of
it are at the heart of our efforts to assist both the
elderly and the developmentally disabled.

However, despite these shared concerns and
significant similarities, there are differences, and it is
important to recognize those differences.

. Developmentally disabled individuals usually
require an array of services over their entire
lifetime, in contrast to chronically disabled
people who are disabled later in adulthood or,
in the case of elderly individuals, who need
services only during the waning years of their
life.

. The developmentally disabled person needs a
changing array of services during different
periods of his or her life, in contrast to an
elderly individual or a person disabled during
adulthood who typically requires a gradually
increasing intensity of services as they get older.

. Due to the early onset of disability among the
developmentally disabled, there is less
likelihood of residual life skills which help to
compensate for any impairments they have later
in life.

. While an individual with developmental
disabilities usually requires a variety of
specialized educational, vocational, habilitative
services oriented toward the acquisition of basic
life skills, individuals who are disabled later in
life need a variety of specialized rehabilitation
services aimed at restoring, reteaching, or
substituting for previously existing skills.

. The specialized services early in life that are




often needed by persons with developmental
disabilities, such as infant stimulation, early
education, corrective surgery or therapy, and
vocational training services, are phenomena unique to
the population.

Federal Policy Issues

It seems to me that as we look toward the future,
those of us who are concerned about the welfare of
the frail elderly and the developmentally disabled
share a common interest in federal policy
developments that impact on these two populations.
Undoubtedly the most visible and certainly the most
complex federal policy issue that needs to be resolved
is the question of the federal government’s role in
financing long-term care services for persons with
severe chronic disabilities.

MEDICAID. Nearly half of all Medicaid dollars—
and that’s now in excess of $42 billion a year—are
spent on long-term care services. The Urban Institute
has pointed out to us, for example, that the public
share of nursing home expenditures increased
between 1960 and 1982 from 28 percent to 58 percent
of the total dollars expended, with Medicaid
payments now constituting nearly 90 percent of all
public outlays for this purpose.

Yet despite that growth in federal participation,
current law has been very widely criticized, in terms
of policy on behalf of the elderly and policy on
behalf of the developmentally disabled, for being
biased in favor of institutional solutions, as opposed
to allowing recipients to receive services in their
own homes or communities. There have been
hundreds of bills introduced in Congress over the
past ten years to rectify this so-called institutional
bias, but thus far there has been little progress, I
think mainly due to the fact that expanded long-
term care coverage would obviously sharply increase
the potential number of Title XIX recipients and,
consequently, the total cost to the federal
government of such services.

Failure to address that basic statutory dilemma,
however, is not necessarily going to curb the growth
in Medicaid outlays, since the ever-increasing
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demand for long-term care services, in my view, can’t
be satisfactorily solved through institutional services.
It seems to me that, regardless of whether sweeping
or only incremental changes are contemplated, those
of us who are concerned about the frail elderly and
other disabled individuals must collaborate more
closely if an equitable solution is to be found to the
current policy morass.

One near-term priotity for both groups must be
to protect existing Medicaid home and community
care coverages, with particular emphasis on the
section 1915(c) waiver program. The
administrative constraints the Health Care
Financing Administration has placed on using the
Home and Community-Based Waiver Program and
other similar state plan options [have] limited the
financing alternatives available to the states. Over
the next couple of years continuing administrative
pressure, litigation, and selected statutory
amendments will be needed to safeguard present
avenues for funding community-based long-term
care services through the Medicaid program.
Meanwhile, more substantial changes in federal
law can be pursued in order to solidify and further
expand the base of federal support for long-term
care services.

INCOME MAINTENANCE POLICIES. Income
maintenance policies, as they affect QA SDI and
SSI recipients, demonstrate another area in which
organizations representing disabled and elderly
Americans share a common interest. Efforts over
the past few years to preserve existing benefits
have been largely successful. In addition, the
circumstances under which a disabled recipient
may retain his or her benefits status have been
liberalized somewhar under the Social Security
Disability Benefits Reform Act of 1984! and the
Employment Opportunities for Disabled
Americans Act of 1986.2 Now it is time to map a
broader policy agenda for Social Security and SSI
reforms in the years ahead.

HOUSING, TRANSPORTATION, AND FOOD
ASSISTANCE PROGRAMS. Finally, federal
housing, transportation, and food assistance
programs have a significant impact on both aged
and disabled persons living in the community. In
general, federal housing and transportation
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assistance have been hard hit by the fiscal
austerity policies of the Reagan administration.
Some efforts are currently underway to recoup
losses sustained over the past six years. But, in
this observer’s view, a more fundamental
reassessment of the federal governm=:nt’s role in
promoting the availability of appropriate housing
and accessible transportation systems is sorely
needed.

STATE POLICY ISSUES

The field of developmental disabilities is in the
midst of a historic change. We are moving from a
unitary institutionally-based service system to a
diverse multi-faceted network of community-based
services.

The increased dominance of community-based
services poses for us some very interesting challenges,
I think, for the years ahead. Instead of simply
overseeing the operation of several state operated,
comprehensive treatment facilities, state officials are
now faced with the challenge of managing a
pluralistic, diverse network of services that are
offered, in most instances, through for-profit vendors.

The kinds of managerial skills that arc necessary to
perform this new role are significantly different than
those historically required on the part of the agency
personnel. State officials now have to play a much
more pro-active role in systems management, rather
than simply nurturing the continued expansion of
services.

These changes, of course, are taking place in an
evolutionary fashion. The director of a state MR/DD
agency cannot afford to ignore the operation of state
residential facilities, as the results of the recent
federal ICF/MR look-behind surveys remind us. Nor
c2n he or she over-emphasize management efficiency
to the detriment of other high priority systemic goals,
such as program quality and the expanded
availability of services. The key then is to strike the
proper balance between competing demands on the
agency's resources, both fiscal and human.

Among the kinds of issues that we are faced with are
these:

IMPROVED ECONOMY AND EFFICIENCY.
State MR/DD agencies increasingly are being forced
to find more effective and efficient methods of using
existing resources in .. environment where demand

for services is growing at a much faster pace than the
dollars to suppuort such services. During the period of
rapid program development in the mid to late 1970s,
economy and efficitncy often were of secondary
concern. {In fact,] the wide discrepancy between
institutional and community service costs make the
expansion of community services quite attractive in
most states, especially since federal funds could be
used to finance a major portion of the cost of such
expansion. As community costs have risen and the
emphasis has shifted from serving former
institutional residents to addressing the needs of
persons already living in the community, state

MR. DD agencies have encountered stronger demands
for economy, especially from state budget offices and
legislatures. These demands have led to a search for
less costly service options and tighter controls on the
expenditure of state funds.

THE RAPID EVOLUTION IN SERVICE
MODALITIES. State MR/DD agencies are being
challenged to foster an environment that encourages
experimentation and the adoption of new program
formats. For example, there are efforts underway in
any number of states to re-p.-ogram day service
dollars into competitive and supported employment
programs for persons with developmental
disabilities. These changes a1 e certainly essential to
the achievement of long-rangze systemic goals, but
they may also pose manager:al problems. For
example, our increased reliance on Medicaid as a
funding source and that source’s requirement that we
provide something called “‘active treamment’ on behalf
of people using only the developmental model, may not
be appropriate for the population that needs generic
aging services. This is a dilemma we will be facing in
the next few years.

ACCOMMODATION TO CHANGE. Because of
the rapid changes which are taking place in the
delivery of services, state MR/DD agencies are having
to re-examine their own internal itructures and
operations to assure that they permit the agency to
effectively carry out its stated goals and priorities. For
example, management information systems must be
altered to keep abreast of changing program formats
and goals. Also, internal staffing levels and
assignments often have to be changed to retlect shitts
in the work load or new agency goals.
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GUIDING CHANGES IN THE SERVICE
DELIVERY NETWORK. Clearly, community
service systems are constantly evolving in most states.
“Mom and pop” providers are being replaced by
larger, more sophisticated agencies. For-profit
entities and interstate providers are beginning to
make inroads in some states. Increased specialization
among service providers appears to be the trend in
other states. Changes such as these can have a
powerful influence on the capabilities of the service
system to meet the needs of disabled persons and,
therefore, must be carefully tracked and, where
necessary, guided by the state agency.

EMPHASIS ON QUALITY. Now that community
services have become a more prominent part of state
systems, I think it is incumbent on us to give greater
emphasis to program quality and client outcomes.
The role of the state MR/DD agency is rapidly
changing from a developer of service to a regulator
and evaluator of services, and this type of role is
nowhere near as popular as shelling out money for
new programs. The point is that institutional
services can no longer be used as the primary
yardstick for judging the quality of community
services. Instead, what we are being asked to do is to
compare community programs to community

programs, and this is a more challenging assignment.

In Conclusion

To conclude, the fields of aging and developmental
disabilities are both undergoing tumultuous changes.
There is increased demand, coupled with rising
expectations and uncertainties about what role the
federal govenment will play in the overall support
for these services. The demand is placing enormous
pressure on both delivery systems. It is not clear how
these issues will play out, but I would like to suggest
that one of the big challenges before us today is to find
ways in which we can identify cooperative points of
interest and develop a specific action agenda for
pursuing those interests.

Daniel A. Quirk

State Partnerships to Enhance
the Quality of Life of Older
Americans with Lifelong
Disabilities

PREFACE

Building a stronger, more effective service delivery
system to meet the needs of those increasing numbers
of older Americans who have experienced lifelong
disabilities takes planning, but the time will be well
spent. This article focuses on the key questions state
aging and MR/DD systems should consider in
“sorting out the most appropriate roles and
responsibilities for the two networks in serving this
population.” Dr. Quirk is executive director of the
National Association of State Units on Aging.

America faces a demographic revolution. The
population is aging to such an extent that our social,
political and economic structures and institutions will
over the next quarter of a century, need to adjust in
rather significant ways to respond to these ‘‘new
generations'’ of older Americans.

Ve have all heard and read the statistics. There is
no need to repeat them here. However, we do need tc
focus our attention, energy, and resources on the new
opportunities that this “aging America” provides for
us [and] how we can work together to enhance the
quality of life for those increasing numbers of older
Americans who have experienced lifelong disabilities.

To Build a Stronger and More Effective
Service Delivery System

We believe, of course, that one of the primzary
resources available to us as we struggle to find
appropriate public and private responses to an
“aging America” is the network of state and area
agencies on aging established under the Older
Americans Act.

From its inception, the Older Americans Act was
designed to provide services to older persons who
were not adequately served by other public and

Editor’s Note: Paper delivered by Sara C. Aravanis, director of the Center for State Acuion on Elder Rights, National Association of State

Units on Aging on behalf of Daniel A. Quirk.
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private systems. But, most importantly, it was also
intended to establish an institutional advocacy . t the
federai, ...ste, and local levels to encouvage all service
systems (o be more responsive to the need. of the
elderly.

We should point out, however, that the act did not
come about without debate. In }965, as it was
considering older persons and their needs, the
Congress met with two conflicting viewpoints. On
the one side were the traditional public welfare
advocates who argued that - he existing public
welfare system, if better funded, would do an
adequzte job for meeting the needs of the elderly.
The other side held out that the aged could expect
to receive the attention they deserved only if there
was a very specialized program designed particularly
with their needs in mind.

A compromi « . ause nt the Congress in 1965
made the Old  ~u .cans Act and its network of
state and area ... - s one of the most dynamic
human service systems today. We have a mandate to
provide services, to provide a whole range of services
to older people. We have a limited amount of funds.
We have a very broad job. We have a mandate ‘o
make other service systems work on behalf of the
1 ple we serve.

1 he importance of the Older Americans Act stems
in large part from three facts. First, it is the major
categorical social and nutrition services program
provided in federal law for America’s elderly. Second,
the administrative network—the Administration of
Aging at the federal level and the state and area
agencies [on aging]—has importance far beyond the
particular monies that are spent and the services it
stimulates. Of course, compared to « :e major income
transfer programs for the elderly, the Older
Americans Act has very little budget prominence. Yet
this administrative network, through its channeling
and monitoring of federal funds, works to assure the
establishment of a comprehensive and coordinated
system of services, all the while enceuraging other
public and private non-profit and for-profit agencies
and organizations to play their part in better meeting
the needs of the nation’s elderly.

The third aspect which sets tie Older Americans
Act apart [frcm other programs] is that it provides an
integral stimulus, through a partnership of feders!
government with state and local governments, for
promoting the allocation and redistribution of
resources on behalf of the elderly beyond those
granted by the federal government.

But this description of the administrative network
severely understates the importance of the act’s policy
mandates. The network of state and area agencies on
aging does substantially more than simply
administer the act’s funds. Rather, it has developed
into a set of complex state and local political and
administrative structures with major responsibilities,
such as providing advocacy for the aged; identifying
community and individual needs; identifying,
pooling, and coordinating funds beyond those
granted by the federal government under the Older
Americans Act; and developing; community-based
service delivery systems.

Changing and Expanding Role
of the Aging Network

In rece..: years, the administrative network
stimulated by the Older Americans Act has entered a
new and exciting stage in its development. We a.-
now in a period of expansion, not in terms of
structures or services, but in terms oi policy arenas in
which state and area agencies on aging must become
ir.volved on behalf of older persons. This policy
expansion is critical to the future role of the network
and its capacity to respond to the changing needs of
the clder population.

1hus, today the agendas of the state and area
agencies on aging need to be as varied as the needs of
the older population: long-term care system
development, access to adequate and affordable
health care, older worker employment opportunities,
affordable housing options, ombudsman services to
institutionalized older persons, adequate income
maintenance programs, strengthened informal family
support systems, protective and legal services
development.

Today state and area agencies on aging must be in
a position to assist:

1. State and local public administrators in all
fields (health, social services, housing, legal,
nutrition, energy, income, etc.) who are faciig
the demands of the aging of America.

2. State and local elected officials who must make
increasingly difficult decisions about the
allocation of public resources.

3. Developers of life care communities and shared
housing arrangements.

4. Employers who ar creaiing flexible work
artangements and retirement schedules.

5. Companies which are developing health-
related products and aids for independent
living.
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6. Insurance firms which are developing long-
term care insurance.

7. Housing developers who are estabiishing
complex service arrangements as their residents
age.

8. Medicare health maintenance organizations
(HMO:s).

9. Hospitals which are acquiring and developing
nursing homes, foster homes, and home health
services.

10. Managers of public and privare pension plans.
11. Nursing home chains which will increasingly

care for the growing numbers of the oldest of
the old.

Working Together to Meet the Challenge

How can the aging network and the MR/DD
nietwork work together to enhance the quality of life
for a significani component of these “new
generations” of older persons—those who have
experienced lifelong disabilities?

Both networks have legal and moral
responsibilities to ensure that appropriate public
and private responses are made to this group of older
persons. We must initially define the poprlation to
be served, and their needs for social and health
services, income supports and advocacy, to ensure
self-sufficiency and inde;.endence. And we must
begin the essential task of sorting out the most
appropriate roles and responsibilities for the two
networks in serving this population.

General Considerations for
rffecting Change

1. ADMINISTRATION AND MANAGEMENT.
Both networks are characterized by state diversity in
the organization of service systems, with the MR/DD
system even more varied from state to state than the
aging network. What implications does this diversity
have on the capacity ot the systems to work together?
Services provided by the Older Americans Act cannot
be means tested, but rather are open to all older
persons sixty plus in need of services. There is,
however, statutory and regulatory language requiring
targeting of resources on low-income and minority
older persons. How do these provisions impact on
our interaction? Both networks have a strong
planning f~~us. How can the networks better

cooperate to perform this critical function for their
respective and overlapping constituencies? How do
our agendas intersect in the work we are going on
information systems, on forecasting

models, on data collection? Both networks have
responsibilities for staff development and training.
What opportunitiss does this provide for interaction
between the two?

ADVOCACY AND PUBLIC AWARENESS. We
both have a common advocacy goal and function
relating to quality institutional care when
institutionalization is necessary. How can these
advocacy missions intersect? Both networks have the
responsibility to combat public misconceptions and
biases about their constituencies. What are the
common elements of these public awareness

iissions? We have a responsibility to advocate for
state and local regulations which encourage and do
not inhibit the development of responsive service
systems. What opportunities does this provide for a
united agenda?

SERVICE SYSTEMS DEVELOPMENT. Both
networks focus on the development of a full
continuum of direct services required to respond to
the specialized individual needs of the frail or the
more self-sufficient of their clients. What aspects of
this continuum are common t» both populations?
Both networks put in place me :hanisms for assuring
accessibility to needed services. How can these access
points interrelate? We are both involved in
organizing and supporting similar structures for
service delivery, such as case management, individual
assessments, care planning, family supports. How
can these approaches be translaie¢  1to model
projects and demonstrations? A common policy and
program agenda? Both networks share a common
agenda in the housing/living arrangements arena—
residential services, adult houses foster care, board
and care, apartment and group houses, etc. What
opportunities are there for joint initiatives? Both
networks seek to expand the availability of
community services, such as transportation, adult day
care, in-home services, and respite care. To what
extent do the same providers serve both populations?

POLICY. Both networks share a common interest
in expanding home and c.mmunity—based services.
Is a joint federal and ./ or state specific Medicaid
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strategy possible? Both networks share a common
interest in employment policies. What implications
does this have for JTPA {Job Training Partnership
Act] strategy? Or a joint strategy of working with the
private sector? Both networks share a common
interest in adequate income maintenance programs.
What implications does this have for a joint federal
and state specific SSI strategy? Both groups share a
common objective of creating a more rational
balance of public resources supporting institutional
and community-based care. How can this common
ground lead to the reversal of insntutional biases in
federal and state policies? Both networks ate
working to expand private sector funding and third

party reimbursement mechanisms for needed
services. How can we work together to expand
progran resources?

In Summary

I think it is clear that this “sorung out™ process
needs to occur at all levels in our structure at the
federal, state, and local levels. The group assembled
here can provide a recommeuded plan of action to
build on the strengths of our respective networks and
to overcome the inevitahle roadblocks that are
encountered when two systems begin to work
together. We are convinced that our combined
strengths and mutual commitment will result in
significant progress in the years ahead.

ERIC
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Part three: Decision-Making and
Public Policy in Aging and Disabilities:
Probiems, Dilemmas, and Barriers

Issues and Strategies
Discussion Groups:
Problems, Dilemmas,
and Barriers

Discussion Group I-a:

Management and
Administration

Discussion Leader:
John L. Stokesberry / Southeast Florida Cente: on
Aging, Florida International University

Resource Persons:

Matthew P. Janicki / New York State Office of
Mental Retardation and Developmental
Disabilitics

Cathy Michaelson / National! Institute on
Community-Based Long Term Care, The National
Council on the Aging, Inc.

Alike, state agencies in the aging and development
disabilities fields are becoming more concerned about
the implications of the nation’s older
developmentally disabled population and the long-
term care-refated problems of clder Americans with
lifelong disabilities. In an attempt to provide some
amount of 2ssistance to older developmentally
disabled Americans, their families and their
caregivers, state aging and MR/DD agencies need not
operate at cross-purposes, but rather must act as vital,
sympathetic, and helpful allies.

Where do the solutions lie? As a first step toward
being able to develop appropriate responses,
Wingspread participants concentrated on the
identification of issues in the management and
administration arena that, if propei iy addressed,
would enhance considerably the ability of state aging
and MR/DD agencies to initiate cooperative
planning and service approaches for developmentally
disabled older Americans. The following major
themes emerged from the discussion:

1. INTERAGENCY COORDINATION AND
COMMUNICATION. Increased knowledge and a
heightened awareness on the part of state aging and
MR/DD officials and agency staffs about each other’s
authorities, budgets, policies, implementing
structures, functions, priorities, mandates, and target
populations are necessary if the nation is to make any
progress toward achieving service integration goals
on behalf of older Americans with lifelong
disabilities.

Part of the problem has been the result of viewing
each program as distinct and unrelated. Attention
must be directed to the fact that the MR/DD
population is by and large unknown to the aging
network. Once problems and needs of this
population are better understood, professionals in the
fields of aging and developmental disabilities will be
able to act much more forcefully and effectively on
issues of immediate shared concern.

On a broader scale, aging and MR/DD agencies
have different means of regulating and monitoring
their respective service systems. Because of the
interplay amor.g legislative policies and regulations,
closer coordination and communication between
agency staffs are needed to improve statewide
planning, whereby overlaps and gaps between and
among programs can be idenufied. State aging and
MR/DD officials ought to define and establish a
formal relationship where cross membership on
advisory councils is encouraged and where
coordination implies a recognition of mutual
interests, a shared concern for the welfare of the
aging with lifelong disabilities and their families,
and a willingness to work cooperatively to ensure
their we!ll-being.

In all these areas, state aging and MR/DD service
systems should respond to the challenge by clearly
separating that which eich can accomplish alone,
that which neither can accomplish at all, and that
which can be accomplisned only by acknowledging
and using the combined resources of both systems.

2. TRAINING AND EDUCATION. In-service
training of professionals, para-professionals, and
informal care providers-- and education of the public
at large —are extremely (mportant in terms of
eliminating stereotypes, myths, and other barriers
serving to impede effective service delivery to older
persons with lifelong disabilities. The search for
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solutions, both immediate and long-term, must Categorical programs shoald be made more

include a commitment to cross-training and coordmated and coherent, with gieater emphasis on
development of a combined training plan that can 1econciling eligibility criteria.
accommodate different stages and levels of knowledge 4. ADVOCACY/LEGAL SERVICES. Before any
and needs of diverse groups. significant policy changes can be made, state aging
Training and education forn the core of a and MR/DD advocates must be linked together in
combined advocacy effort. State and regional training common cause. This will require linking Older
should be on our immediate agenda so the problems Americans Act legal services with MR services,
before us can be properly understood and taken linking aging and MR/DD ombudsman programs
seriously by all. States can begin to act now by and information and referral services, identifying
piggybacking on conferences and training sessions those who will be in nced of service, providing
already en the calendar. In view of the potential for transition services from the MR,'DD system to the
turf protection, trair ing may be conducted by an aging service system, and providing a buffer for
appropriate third-party, or by the growing number of aging parents.

professionals with integrated expeitise in aging and
developmental disabilities.

At the same time, attention must be directed to Discussion Group Il-a:
finding agreement on definitions, language, and .
terminology used by both aging and I\%R/gDD Ser\'lce sy3tem Development
systems.

3. PUBLIC POLICY. Moncy needs to be packaged Discussion Leader:
differently and new sources of funds need to be found Sara C. Aravanis » Center for State Action on Elder
for serving older Americans with lifelong disabilities. Rights, National Associauon of State Units on
The search for funds should be guided by the goal of Aging

creating an integrated service delivery system, rather
than by rigid adherence to the existing regulatory
system.
Attaining that goal requires that there be
consensus on service population definitions.
Existing services fail to meet the nceds of a gieat

Resource Persons:

B. Stockton Claik / Program Initiatives Unit New
York State Office for the Aging

Marsha Mailick Seltzer / School of Social Work,
Boston University

many of the nation’s slder developmentally disabled Older Americans with lifelong disabilities, it should

citizens due in large part to categorical program be emphasized, have problems that are more similar to

restrictions and restrictions in eligibility, such as age than dissimilar from those of the rest of the nation’s

criteria. State aging and MR/DD agencies have no clderly population. ‘The matters of concern to the

choice but to limit services to selective parts of the elderly disabled and their caregivers such as housing,

population, thereby risking duplication of service employment, leading a life of dignity, long-term

and administrative costs. State agencies are caught in health care, and the other life esseniials are of equal

the dilemma of funding following the service, rather con-em to all.

thaa following the people who need assistance. It i, important, of course, to recognize that because
Demonstrations should be funded (o test the of the varied and changing needs of older

feasibility of initiating integrated systems { service individuals—disabled and non-disabled alik.,

and to expand the range of alternative service affluent and poor, majority and minority--services

approaches and provider pools available. Active must be flexible and responsive in order to be

treatment should be tailored to the needs of the available to all who need them. Even when service

individual. For example, even though an older prograins are available, persons who need them may

developmentally disabled person may need help in be unaware of them.

kecping active, he or she does not necessarily need to In order to better serve those who have

learn to tie ins or her shoe or to leam to spell. traditionally not been served. a major challenge state
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Elderly/MR/DD Service Model

Aging Network Joint Funded MR/DD
Aging and ;AR/DD Service

Service System System

Aging network MR/DD funded MR/DD funded
funded supportive supportive services supportive
services, suchas services, such as
senior centers and . sheltered
adult day care Aging nctwork workshops and
programs funded supportive vocational
services programs

Needs: Low Needs: Medium Needs: High
supervision and supervision and supervision and
behavioral/medical ~ behavioral/medical ~ behavioral/medical
support needed. support needed. support needed.

Fig. 1. Concept of an integrated service system must be thoroughly
explored to determine appropriate linkages between state aging
and MR/DD service systems, and their interface with programs in

other agencies, such as mental health.

Source: David H Rodrigues, chient programs adimnistrator for the Developmental
Service s Program Office, Flonida Depantment of Health and Rehabilitation Services

aging and MR, DD agencies face is to understand a~d
evaluate the total array of existing programs. benefits
and services, to identify strengths and weaknesses,
and to work for more effective coordination of
resources resulting in greater benefits to elderly
disabled citizens.

The Barriers to Coordination

1. MISUNDERSTANDINGS AND MYTHS.
Many people—young and old alike —view persons
with mental retardation negatively, rejecting them
from the fabric of society because of limitations in
intelectual understanding and awareness, emotional
development, etc. Mental retardation is all too
frequently defined i terms of seveie or profound
disability, when in truth marked differences among

people do exist, and fully 80 percent of adults with
mental retardation are only mildly retarded. Failing
to recognize individual potential, Wingspread
conferees concluded. leads to the concentration of
resources 'n institutions, rather than in more positive
community-based alternatives. More cross-training is
needed to break down this barrier.

Another issue pointed out by Windspread
participants is the fear expressed from the aging side
that the MR.’DD system is “dumping” clients onto
aging services, using up scarce aging funds, without
consideration for coordination and combined
assumption of responsibility. More education is
needed to dispel this -eption, Wingspread
conferees concluded. I addition, the continuing
problem of misundeistandings about MR DD
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clients, who they are, how they fit into service
programs, and so on nceds to be addressed by both
systems.

Knowledge, learning, and information are the raw
materials needed for breaking down barriers. For a
system of integrated services to function, state aging
and MR/DD service systems must be able to reach
some common understanding on complex issues.

Education helps form these common understandings.

2. SPECIFIC SERVICE ISSUES. To get a
coordinated system off the ground, state aging and
MR/DD agencies need to have some idea of what
appropriate activities for older persons with lifelong

disabilities are, what services are available, and which

system is responsible for coordinating service
delivery.

More education is needed about the aging network

and its make-up of services. MR /DD agency staff
often have little idea of what the services are that are
provided through the aging network, so that there
may be little impetus to participate in a coordinated
system. What are the options available for the
recipients?

There was general agreement by Wingspread
conferees that state aging and MR/DD agencies
need to look at the full range of options for serving
mature adult persons with lifelong disabilities. It
may not be desirable to rely exclusively on any
one part of the human services system to meet the
needs. Not all elderly with disabilities require the
special care that the MR/DD service sector can
provide; moreover, the various special services for
the elderly provided through the aging network
may not always meet adequately the needs of
those who are seriously impaired by a physical or
mental disability. There is no uniform standard
solution, Wingspread participants concluded.

As can be expected, case management services
are critically important to older persons with
developmental disabilities. There was some
concern voiced by Wingspread participants,
however, that state aging and MR/DD service
systems apply different meanings to the term case
management and the range of activities with
which it is associated. A better understanding of
what it means to both networks and what it can
and cannot do will contribute to the fostering of

increased opportunities and choices for older
Americans with developmental disabilities. A
major aspect of that, of course, is determining the
focus of responsibility. While there is no question
that the aging network can and certainly does play
an important role, Wingspread conferees
concluded that the responsible party for this client
group should be with the MR/DD system.

Currently, more than 60 percent of the
population with developmental disabilities are not
being served by the MR/DD service system; they
are aging in place in two-generation geriatric
families. More case management services are
needed to forestall a potential crisis when the
parents are no longer able to care for their mature
adult offspring.

Conflicting federal and state service mandates
and program eligibility restrictions are additional
barriers to coordination, Wingspread participants
noted. For example, in several states, every person
with a significant disability is entitled by law to be
assigned a case manager. In other states that is
not true. States need to identify what is particular
to a state aging or MR/DD program, statutory
prohibitions that may exist, operating practices,
and requirements for specific services in order to
eliminate or reduce conflicts.

3. JOINT FUNDING ISSUES. Concern was
voiced by Wingspread participants about the
problem of barriers in Medicaid policy that
prohibit the “‘coming together” of Medicaid and
Older Americans Act funds to follow a client. In
order to better serve this population, funding
should follow a client no matter where the services
are contracted from. )

In an attempt to tocus more resources on the
problems that are urgent, state aging and MR/DD
agencies need to jointly explore a more intensive
program of initiatives that could result in vastly
improved service arrangements for older
Americans with developmental disabilities. Federal
and state policy-makers are receptive to
prototypes and models as guides for tiying out
promising ideas.
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Discussion Group Ill-a:

Advocacy and Public
Awareness

Discussion Leader:
Elizabeth P. Rouse / The Joseph P. Kernedy, jr.
Foundation

Resource Persons:

William E. Jones / American Association of
University Affiliated Programs

Edward F. Ansello / The University of Maryland
Center on Aging

The significance of advocacy and public awareness
becomes readily apparent in attempting to introduce
a collaborative, integrative systems development
effort. As organized advocates, national and state
aging and MR/DD organizations can constitute a
powerful influence as partners The best results are
obtained when all work together as a team to develop
an advocacy strategy—which then becomes the basis
for getting across important points about elderly and
developmentally disabled Americans to influential
legislators, government policymakers, concerned
groups and special interests, and the public at large.

Of all the tools at hand, the public’s support {or
the future of older Americans with lifelong
disabilities is the most powerful. Instead of allowing
stereotypes and misconceptions to predominate,
appropriate advocacy and public education can
stimulate more active and conscientious participation
by government in safeguarding the lives of elders
with developmental disabilities. In attempting to get
a coordinated advocacy/public awareness program
off the grour.d, however, state aging and MR/DD
agencies are likely to encounter a variety of obstacles
which must be accommodated. These include:

1. DEVALUATION OF ELDERLY AND
DEVELOPMENTALLY DISABLED
POPULATIONS. One of the most disturbing
problems that has to be dealt with directly is that
America historically has not valued either of these¢
populations in any significant way. In many walks of
life people look at those populations as not being
particularly attractive.

The lifelong segregation of today’s population of
older developmentally disabled from the larger

community is a very real problem. This will ot
necessarily be true for those who are growing up
today and are being integrated, but for the group of
people who are now elderly, those who spent so
much of their lives in institutions, the search for
solutions must take into account their unique needs.
The model chosen for today’s elderly disabled may
not be the same as for succeeding generations.

Despite the progress that has been made in the past
two decades, serious attention still must be given to
dispelling negative attitudes: negative attitudes of the
elderly advocates toward DD, negative attitudes
toward aging and developmental disabilities. And
that has a lot of implicatons when it comes to the
kind of advocacy that is needed and the kind of
public awareness that state aging and MR/DD service
systems are concerned with.

2. FINANCING. The separation of current
services which are based on categorical problems and
separate funding streams and >re restricted to serving
preferential client groups has kept state aging and
MR/DD service systems separated, too.

Another major problem is lack of incentives to
serve the older developmentally disabled population
and lack of mandates. Related to it is the whole turf
issue: the best way to characterize it may simply be to
usc the term “‘mental geography.” In short, there is
noi enough space within some people’s thinking to
consider this population, to allow them to move
beyond where they have always had to concentrate.
The tunnel vision, if you will, that bureaucrats are
sometimes accused of having...

Finally, administrators, realizing that reforms in
the Medicaid waiver program are needed, must plan
accordingly. Significant change will be difficult, if
not impossible, without constant interaction between
the two systems.

3. FAMILY CARE SUPPORTS. A big concern
has to do with the need for training and education of
caregivers who are not family or friends, those who
are hired for institurions and community-based
homes, as well a volunteers. Recruitment issues will
also have to be addressed very soon in light of the
greater number of elderly developmentally disabled
persons who will require assistance than have ever
been in the system before.

Another salient issue to be considered is that the
privatized system of caregiving has worked so far.




Families have cared for their disabled offspring and
probably will continue to care for theém at home so
long as they are able, so there has not been much
incentive to try to develop something different.

Therelore, it is crucial today for efforts to assist
family and other caregivers (o continue. Most of these
caregivers will be women. In this regard, steps needs
to be taken to strengthen the involvement of men in
the caregiving aspect of family.

One other issue seems of particular importance. 1t
is more humane, more effective, ahd less costly to
prevent lifelong disabling conditions than (o treat
their effects. This nation pays a high price for its
inattention to prevention.

4. GOAL CLARITY. What are society’s
aspirations for the aging and for individuals with
developmental disabilities? Perhaps one of the most
crucial barriers is the realization that we as a nation
do not really know what our quality-of-life goals for
older Americans with lifelong disabilities are. We
need to know in what direction we arc moving.

Discussion Group IV-a:

Public Policy

Discussion Leader:
Colleen Wieck / Minnesota Governor’s Planning
Council on Developmental Disabilities

Resource Persons:

Thomas Rose / National Center on Aging and
Disabilities, The University of Maryland Center
on Aging

Marilyn Moon / Public Policy Institute, American
Association for Retired Persons

“Policy” is defined as “what government should dg,
what government says is being done, and what
actually happens.” There are values underlying
policies related to older Americans with lifelong
disabilities. Without making any claims for
definitiveness, policy-makers must recognize at the
outset the importance of misuse and abuse of
texminology. Preference should be given to the term
“older people with developmenal disabilities’ o1
“people with disabilities who are elderly,” as
opposed to using such terms as “‘the elderly

developmentally disabled” or *‘the disabled."

A pertinent related value is to reaffirm society’s
commitment to individuals and to integration of
persons outside the mainstrearn. Policy-makers also
need to recognize the importance of informal
supports (friendship and family) as being preferable
to paid caregiving. Continuity in lives is far more
important and critical than shift patterns or staff
turnover. The term “‘array of services” communicates
better than ‘‘continuum of services.' * Array
empbhasizes the type and level of supports needed by
the individual, whereas the term “continuum”’
implies people having to move through a series of
buildings which connotes discontinuity.

We need to treat people with respect and dignity,
rather than as objects of abuse, neglect, pity, or
charity. We need to recognize that in all of our lives,
we must have the opportunity to negotiate.
Unfortunately, for people with disabilities we tend to
regulate and make rules to govern lives (for example,
a universal retirement policy is a regulatory
appioach, when it should be a decision that is
individually determined).

We need to provide opportunities for choice and
exercising personal rights—people with disabilities
who happen to be older should be given the chance
to express “I need, I want, I like, 1dislike.”

If we are serious about improving the quality-of-
life of older persons with lifelong disabilities, we
must think about providing them a decent place to
live—a home, not a service setting, not a concrete
dormitory.

We need o provide opportunities for people to
contribute to the community and be productive.
Group homes and sheltered workshops are no longer
considered to be state-of-the-art services.

State leaders in aging and developmental
disabilities have a commitment to a reorien:ed
philosophy. They seek promising new opportunities
and the challenge of serving older Americans with
lifelong disabilities more effectively.

The following highlights some of the major policy
issues that will have profound implications for long-
1ange planning:

1. ISSUES OF INDIVIDUALIZATICN AS
OPPOSED TO CONGREGATE PROGRAMMING.
‘The service orientation of the MR, DD system is
based on individualization: individualized dient
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assessment, individualized planning, and
individualized service delivery. By contrast, programs
and services supported by the aging network are
mainly provided in congregate settings.
Individualized assistance to older persons is not
frequently done in the aging system because of the
nature and size of the client population. As a matter
of policy, should there be more or less congregate
care for clients in both systems? To what extent is a
“‘one-on-one” approach really possible?

Members of the aging system need greater
understanding of the meaning of “normalization.”
Needs for service vary widely among individual
clients. What does “normalization” actually mean for
the different variations? The field suffers from lack of
valid measures of “norms,” making assessment of
individual needs difficult. At present, ethnic
variations of “normalization” are lacking.

We should be seeking more intensive involvement
of dlients in planning and decision-making. The
function of agencies in both the aging and MR/DD
systems as “surrogates’’ or “‘advocates’’ needs to be
re-examined as to its effect on individual decision-
making. What do we know about the “loss” of
individuals in large service systems? What is the
optimal scale of operation to preserve individual
options? Differences between the “‘active treatment”
approach and the “path of development’” approach
need to be studied carefully. Which is better for older
developmentally disabled clients?

Finally, we must clarify respective roles and
functions of MR.'DD and aging service systems in
service planning and delivery.

2. MEDICAID FGLICY. The extent to which
integration of services can be carried out on behalf of
older persons with developmental disabilities will be
affected by Medicaid policy. Right now monev drives
policy. Money drives services. Money diives people to
where the services are. Medicaid clients in nursing
homes and other institutional settings arve often the
“more difficult” clients. Are they in d: nger of
labelling and thus being lost to service systems? We
need to examine the effects of particular diagnoses as
they are tied to funding.

Concern was voiced by Wingspread participants
about the problems of Medicaid’s bias towara
institutionalization. Despite the fact that the
Medicaid home and conununity-based waiver

program was an attempt to solve some of those
problems, federal and state grant restrictions and
1egulations seem to inhibit the provision of
alternatives. The need {or home health care is clearly
increasing among aging clients. What can be
predicted with regard to elders with developmental
disabilities?

We need to take steps to establish a national
program of entitlement {or long-term care. This will
entail study of the various available forms of long-
term care, the issue of financial protection vs. services
rendered, and attaining further knowledge of the
needs of the current “invisible population” of
persons with developmental disabilities now in board
and care homes, “warehoused’ somewhere, or among
the homeless.

3. SUPPORT INDIVIDUALS, NOT SERVICE
SETTINGS. We need to understand better the
difference between ‘‘the setting’ (segregated vs.
integrated) and “supports.” It is important to clearly
separate the supports available irom settings
available in order to truly serve individual
differences. Failure or dumping of clients may occur
in an integrated setting simply because of the lack of
adequate supports. The setting might be fine. What
we have to do is make sure we provide those needed
supports.

4. QUALITY AND PERSONNEL ISSUES.
Attention needs to be given to recruitment, training,
pay, turnover, and licensure of caregiving manpower.
We need a systematic approach to the education and
training of all classes of providers, and we should
include new graduates and beginning practitioners in
educational programs. Effective training has been
shown to reduce staff turnover. Does the MR/DD
system offer training that is more sophisticated and
complex with regard to understanding the needs of
the older American with lifelong disabilities than
that provided by the aging network? The need tor
man power at all levels calls for a thorough re-
assessment of existing training and definition of
needs for cross-system training. Is licensure and/on
certification for aides, paraprofessionals, and othel
caregivers necessary? Monitoring and control of
personnel and quality of services must become a key
activity of both sysiems.

5. MECHANISMS. Are the service agencies over -




professionalized? Do their decisions actually control
how funds are used to the possible detriment of
clients? The politics of this issue need thorough
airing. The potential of a family support program as
opposed to services for elders with developmental
disabilities should be weighed carefully. What are the
advantages and disadvantages of a cash support
program for families compared to providing them
services? Families need support services to make wise
decisions. Perhaps elders with developmental
disabilities need a combination of bhoth.

How should the public systems in both
developmental disabilities and aging work with the
voluntary agencies? There are many voluntary
agencies in the developmental disabilities field, less
so in the field of aging. However, many voluntary
agencies do provide services for their own
constituencies who are aging via United Way and
other funding sources.

Issues surrounding means testing need to be
thoroughly examined. Means testing for the aging
could mean loss oi benefits to some. When a client
reaches the category of “old age,” which system
should be the “primary payer?” This issue relates tn
the question of “cost-sharing,” as well as issues

surrounding appropriateness of system functions to
individual clients.

6. HOUSING AND TRANSPORTATION
POLICIES. There is a need to rethink housing and

transportation policies to assist individuals with
lifelong disabilities in remaining a part of their
community. Does the federal role need revision?
Specifically, states should study the similarities and
differences between the various kinds of community-
based residential facilities currently available and
determine their appropriateness for clients with
developmental disabilities. Wherever possible,
segregation of clients with developmental disabilities
should be avoided. It is essential that aging and
MR/DD systems do whatever can be done to give
clients first choice in choosing living arrangements.
Small group homes can be very isolating for
residents. Residential arrangements should not
dictate or limit the full array of needed services.

7. RESEARCH AGENDA. Most elderly
developmentally disabled clients are forced to live in
poverty. We have little knowledge about the 60
percent of elders v-th lifelong disabilities presently
unknown to the system. Will they be forced into
impoverishment as well? Although *60 percent” is an
approximate estimate of the currently unknown and
unserved population of elders with developmental
disabilities, there is no certainty that such a figure is
truly representative of all localities. We should take
precautions against error. There is a need for
continuing research at all levels.




Part four:

Effec’ ve State Responses

John L. Stokesberry

Best Practices for Integrating
Service Delivery to Oider
Persons with Developmental
Disabilities

FOREWORD

Helping more people to understand the problems
and needs of older persons with lifelong disabilities,
and to participate in effecting the changes which can
move the aging and MR/DD systems to a much
closer integration is an important part of the
planning process. “When it comes to best practice in
integrating our programs,” Stokesberry notes, “best
practice is what works, and what works is common
sense, and common sense starts with education and
allaying fears and keeping it simple.” In this context,
the author offers a few 1deas for integrative,
collaborative action. John L. Stokesberry is a
program director for the Southeast Florida Center on
Aging, Florida International University. A former
state unit on aging director for the state of Florida, he
also has extensive experience as a practitioner and
manager in the developmental disabilities service
system.

The concems grow day by day. The greatest thing
we have leamed over the past few years is how much
we really do not know about older persons with
developmental disabilities. Qur ignorance is not
limited to mere lack of familiarity with one
another’s programs or who is doing what, but to far
more basic questions of how many older persons
with developmental disabilities really are out there?
Where are they? What do they really need? And how
can they get it?

We hear a lot about: “If this percentage of the
general population is developmentally disabled, and
if this percentage of the general population is aging,
then there should be this many elderly with
developmental disabilii’es.” Or, “Our best
estimation of the numbe. is..."” We have very little in
the way of hard data as to ‘he numbers.

A recent study done in Fl.rida (the results have
not yet been published) estim~:cs conservatively
there may be as many as 15,J00 individuals who

meet our definition residing in Florida. A check of
our client information system positively identified
less than 1,200 clients known to fit the description, a
figure a far bit shy of the 10 percent estimated
number. The ramifications of that are {rightening.

We know they are there. We see them. We see
them in grocery stores, shopping malls, in churches,
in synagogues. They are accompanied generally by a
frail elderly parents. But many c. these people,
unfortunately, have never been exposed to the
formal system.

Community Services for the Aged with
Lifelong Disabilities

So what do we do? We start where we are. If we
can develop a formula, a strategy that works for
those we have [already] identified, then that same
formula and the same strategy can be used for what
I call the “‘sheltered generation.”” Those who were
born too soon... They were sheltered by their parents
because there were no formal public education
programs. They were sheltered in the back rooms to
avoid institutionalization. They have not had an
opportunity to develop the survival skills, at least
those that older DD people who have been in an
institution or in a community formal program have
developed.

Our public policies and various support services
such as those offered under the Older Americans Act
require particular sensitivity to the needs and
vulnerability of this sheltered generation so our two
systems can respond quickly and effectively when
that call comes in from a law enforcement agency
fofficial] who says, “I've got a fifty-five year old
person here. Someone tells me he is suffering from
what is called Down'’s Syndrome. His mother just
died. What do I do?”—and it is 4:00 o'clock on a
Friday afternoon. This is going to happen more and
more frequently, believe me. Or the mother and
father will not die, but they will be in an acute care
setting totally hospitalized, not ambulatory, and
here is this 55 to 60 year old individual and no
record of him. You do not know anything about
him. You have r.0 record of him in any formal
system. He was sheltered, and is not equipped to
deal in a world without protection.

The older situation is those who are not part of
the sheltered generation. They have been exposed 10
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programs—either in an institution or in the
community. Maybe some of them have been
gainfully employed. Now these people are entitled
to retire. How do we integrate them into the regular
“retirement living”’ modality of this country? What
constitutes ‘“‘best practice’ for this group of
individuals?

When it comes to best practice in integrating our
programs, best practice is what works, and what
works is common sense, and common sense starts
with education and allaying fears and keeping it
simple. We must stress similarities, not differences.
The older developmentally disabled person is more
similar to than different from other elderly persons.

Two Examples of Best Practice

I am going to mention two specific projects. They
are the two that I am most familiar with, «nd they
are examples I think of “best practice.”

The first is a project that was conducted in Dade
County [Florida] called Project SHARP, (which
stands for *‘Shared Day, Homebound, and Respite
Program”). It was a two and one-half year project.
This project worked with three groups of
developmentally disabled clients. One group was
currently attending a sheltered workshop at the
Robert Knight Activity Center. They met the age
criteria (age 55). .\nother group of developmentally
disabled older persons [age 55 and older] was at
home and was part of that sheltered generation.
They had never been to a place like Robert Knight.
They were with their parents who were becoming
frail and elderly, and so there was an “in-reach”
aspect to serve not only the client, but the client’s
aging parent [as well] who oftentimes needed more
scrvices than the client did. The third group was a
group that was living in a home, a residential
setting, a group home for older retarded people.

The Robert Knight Activity Center is almost
across the street from the Jack Orr Senior Cenier.
And the staff there got the idea that if they could
take some of the developmentally disabled clients
froin the sheltered workshop, integrate them into the
senior center operating just a block and a half away,
and recruit some of the seniors who were attending
that center to come over to Robert Knight and
volunteer to work and augment thei staff, that this
would just be a wonderful cross-fertilization and a

cross-mingling. And, indeed, that is what the project
did. It broke down some bairiers. It certainly
destroyed some stereotypes and myths. And the
exciting thing to me was when the federal auditor
came to audit the program, she could not pick out
the 6 DD clients from the 60 regular seniors who
were attending the Jack Orr Senior Center, and had
to ask staff to assist her in identifying [them] so she
could complete her monitoring survey form.

The message I am trying 10 stress is that the
service needs of the DD elderly are the same as the
general elderly population: The difference is in the
DD elderly’s inability to comprehend and articulate
their perception of those needs and their inability to
access the needed services without help. That is
really the bottom line.

Another excellent best practice effort was the
Eastern Los Angeles Project fer Aged
Developmentally Disabled Persons. As with Project
SHARP, the Eastern Los Angeles Project was
funded by a combination of OHDS money, AcA
money, developmental disabilities money, and other
funding. It set out in a very systematic way to:
define the population (which is no small task),
assess their needs, detine the service system and
identify gaps, and determine then how to best
adaiess the gaps.

The unique part about this project was the
coalition, the consortium that it pulled together to
accomplish this, and it did pull together all the
elements of the community dealing with the two
populations.

Both of these projects identified and categorized
the needs of older developmentally disabled persons.
The broad catergories of needed services were found
to fall into four major areas: health care, living
arrangements, support services, and activity and
leisure services.

Toward Integration

Before programs of integiation begin, discussions
need to be held with all parties involved. My
experience has been that if dialogue does not occur,
the automatic response, is 'No, we don’t want this
program” or ““No to that program.” Often, the
negative response is merely lack of understanding or
fear of the unknown. Once sensitized and with a little
basic understanding of the challenge at hand, I am
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confident the creative juices will flow and these same
professionals will become as effective enablers as they
were obstacles. But we have to sell the story, we have
to sell the message.

Remember, when talking about best practice, it

does not have to be fancy, it does not have to be
complicated, it does not have to cost a lot of money.
The best practice that we as concerned professionals
can practice 1s to keep it simple [and ] use common
sense.
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What’s Happening at the State
Level: Technical Problems,
Administrative Solutions

MODE¥ATOR:

Thomas Rose / National Center on Aging and
Disabilities, The University of Maryland Center
on Aging

Speakers:

M. Doreen Croser / Developmental Disabilities
Administration, Maryland Department of Health
and Mental Hygicne

Julie Ann Jackson / California Department of
Developmental Services

B. Stocktor Clark / New Yoik State Office for tae
Aging

Paul D. Cotten / Boswell Retardation C-nter,
Mississip-»: Department of Mental Retardation

““Let us move toward integration and. first and
foremost, let us move toward choice on behal:
of the per-nn that we are serving...so that the
individual can live in the most appropriate way
possible.”

—Julie Ann Jackson

M. Doreen Croser reported that the Maryland State
Developmental Disabilities Administration has been
interested in the issue of aging f{or about two years.
At the formal end, there are a number of things
already in place. She told the audience that the
Developmental Disabilities Administration is
develen ng an interagency agreement with the State
Office on Aging, is amending its plans to be sure to
have the appropriate language, has been looking at
regulations, and has been planning to conduct
training throughout the whole state in cooperation
with The University of Maryland Center on Aging.
“We're doing all that, and if your state hasn't started,

we'll be glad to give you some assistance and adwvice,, ’
she offered.

The developmental disabilities network, said Ms.
Croser, has a great deal of troubie with staff turnover
right now. As a means of attacking the problem, the
Developmental Disabilities Administration worked
with the City of Baltimore and the Manpower
Agency, the Kennedy Institute, the city area agencies
on aging, and other departments at the state level to
train ¢ 'der pecople with limited incomes to work in
the developnental disabilities provider network.

The demonstration effort trained approximately
twenty individuals in a four-week training program
managed by the Kennedy Institute. Qut of the 15
people that completed the course, 10 are now
employed in the DD provider network. Ms. Croser
noted that a lot of fancy footwork had to be done to
get around the regulations. “Many of our slder
citizens did not have high s_hool education: >’ she
said. “Our regulations require tha' We just said,
Lok, we want to do this. It is a demonstration
effort. We'll change our regulations 1f the project
works."...In the western part of the state where we
have an unemployment problem, we are going to
replicate the project there. We're going to replicate it
on our eastern shore. It’s a project that focuses on a
need and 2 bYenefit for both groups.”

As another example, Ms Croser cited a day
program run by an area agency on aging which was
serving some very severely developmentally disabled
people. The area agency wanted to expand the
program, but needed scme money to do it. The
Developmental Disabilities Administration found
funding to serve an additional few people. Because
the area agency was not one of the DD network’s
provider agencies, Ms. Croser noted, the project was
financed on a demonstration basis. Problems of
conflicting provider restrictions seem to become
1econciled ur gotten around once a program is going
and :dere is interest and a commitment 1o its success,
Ms. Croser offered.

Julie Ann Jackson discussed some of the problems
that the California Department of Developmental
Services has run into with respect 1o integrating
services for older persons with developmental

Editor’s note: In August 1987, The Unmvasity of ManyLand Canrer on Agmg. the Mandand Department of Health and Mensad Higiene, and
the Manland State Office on Aging werc awarded fundimg by e U'S Adwiinstration on Agig for a two vear project ennided . Parniners m

Aging and Developmental Disabthues' Focus on Day Care ™
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disabilities. The most probleiamatic issue, she said,
has been the fear on the part of area agencies on
aging of “opening up the flood gates.” she notey,
“There is somchow or another the assurnption that
the DD agencies...are going to transfer thei1 caseload
to the AAAs. That is not the case. What we are
finding is'that there are certain services that may be
appropriate and available to the older person with
the developmental disability, but that doesn't mean
that it is automatic that they should be served by
those local programs.”

Ms. Jackson said she is trying to create a new
stiucture for adult services in Cahifornia based on a
philosophy of integration. In stiuctur =g services for
older Americans with hifelong disabilities, "“let us
move toward integration, and—fi1st and foremost—
let us move towaids choice on behalf of the peison
that we are serving,” emphasized Ms. jackson. "We
tend to place people, rather than to assemble services
so that the individual can live in the most
appropriate way possible...If we're going to allow
people to retire, how can we do it in concert with
the values that we hold dear for integration of
appropriate seryvices?”' ..’ The California Depattme:.
of Developmental Services has a major initdative to
looking into this area,” :he said.

B. Stockton Clark, representing the New York State
Office for the Aging, described a project undertaken
jointly with the New York State Office of Mental
Retardation and Developmental Disabilities called
“Testing the Feasibility of Integrating Older
isevelopmentally Disabled Adults into Aging
Network Services.” The project, he said, has thiee
shases: (1) a study and analysis of barriers and
recommended strategies for overcoming then, (2)
field demonstration to test integration strategies,
including case finding, .ase management and
referral, integration i«to day care, nutrition sites and
senior centers, and (3) development of “how-to”
manuals to disseminate information about best

practices and provide more encouragement for people
to adopt these programs. “The ultimate goal of the
project,” Mr. Clark said, “really is to create a...fertile
envitonment so people feel as though if they do
[integrate services], they can both maintain the
integrity of the program that they have and prodide a
welcoming, reinforcing environment for older
developmentally disabled adults to comne into those
programs.”

Paul D. Cotten described the Mississippi
Department of Health’s program for assisting older
Americans with developmental disabilities. In 1985,
he said, the devartment sponsorea a Conference on
the Elderly M ntally Handicappe:l Mississippian.
Also at that time, state task forces were established to
examine issues relating to altern .tive living
arrangements, day services, support services, and
funding and training. One of the products that was
aeveloped durir.g that time was a giossary of terms
that crosscuts both aging and developmental
disabilides.

In Mississippi, functional assessments are made of
individuals with developmental disabilities who are
sixty or older. A determination is then made of the
types of services needed (either provided through the
MR system or the generic aging service system, or
both). In cases where generic aging services would be
benefidial, the Department of Health contrib.ates
cither some money or some personnel to ensure that
such services e provided, Mr. Cotten said. He noted
that, if after a period of 90 days, it's felt tha
person is not appropriately placed in that system,
then our case manager is already involved with that
person and is able to locate another kind of service
for that person. So we are looking at what's
appropnate for the individual and what are the
choices for that particular individual.” The
Mississippi Department of Health, he said, provides
consultative services and training for aging network
agency personnel.
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Part five: Strategies and
Recommendations:
Policies, Plans, and Programs

Strategies and
Recommendations

Discussion Group I-b:

Moving Forward: Action Steps
and Ideas for Advancement of
Management and
Administration

Discussion Leader:
John L. Stokesberry / Southeast Florida Center on
Aging, Florida International University

Resource Persons

Edward F. Ansello / The University of Maryland
Center on Aging

Matthew P. Janicki / New York State Office of
Mental Retardation and Developmental
Disabilities

Some of the m2ior strategies that have been used or
could be experimer.ted with by states to improve
management, coordination, and ac ministration of
services for older Americans with lifelong disabilities
are described below:

Interagency Coordination and
Communication.

® To help achieve the objective of building bridges,
the two systems of aging and developmental
disabilities need to get to know one anothe: to
build trust between them. Meetings between state
leadership in aging and developmental
disabilities/mental retardation are an excellent
means of assuring effective and ongoing
communication. Such meetings should not
preclude the involvement of other allied systems,
1. luding state Medicaid, mental health,
vocational rehabilitation, social services, and
education agencies.

® Arrangements should be made by the respective
leadership for informal gatherings to meet their
staffs and become acquainted with each system’s
inner workings.

® To improve both relationships and
communications, it is suggested that state aging
and MR/DD agencies undertake a more intensive
program of information sharing.

® The alternative tc coordination is expensive
duplication. To enhance coordination and
cooperation between the two systems, statewide
conferc.xces focused on the intersections and joint
concerns of aging and lifelong disabilities are
recommended. A University or other neutral third
party might host such a conference to assure a
non-threatening atmosphere wherein state and
1zcal public officials, agency staffs, practitioners,
researchers, and concerned citizens can engage in
productive discussions for achieving common
goals.

® States should make fuller use of task forces or
interagency coordinating committees to provide
overall policy direction and to work out specific
problems of interagency cooperation.

® Interagency working agreements with specific
action plans should be developed which would in
turn serve as a blueprint for guiding changes in
the'service delivery system to meet the needs of
older Americans with lifelong disabilities. To
further improve coordination, it is suggested that
joint budget plans be developed. Efforts at
interagency cooperation can be accelerated by
assigning a person who is qualified and well-
iiked to oversee the aging/developmental
disabilities intersections.

® Agency cohesiveness and support tor one
another’s programs in the legislative bodies of
the state are very important. State aging and
MR/DD organizations make powerful advocacy
partners. Cross-testifying before state legislatures
is especially effective as it indicates unity on an
issue.

® “‘Public service announcements’” are an excellent
way to get a forum for increasing the public’s
interest in and awareness of the issues of aging
and lifelong disabilities. Publicity will not only
dramatize the needs of older Americans with
lifelong disabilities to the community, but will
also alert federal and state elected officials to the
need for taking action.

49

57



Training and Education

® State aging and MR/DD networks have
expressed the need to become more
knowledgeable about each other to improve the
potential for coordinating services. Cross-training
of agency staffs and practitione. networks needs
to be incorporated into state training plans. It is
suggested that a neutral third party be used
whenever possible to assume the lead role in
providing the training in order to assure
impartiality. States should consider the
possibility of taking part in or scheduling
training side by side with conferences already on
the calendar. )

& On the whole, funding for training and
education is limited. State aging and MR/DD
agencies should jointly explore ways of involving
the private sector in coordinated training
activities.

@ Tite V of the Older Americans Act (the Senior
Community Service Emnloyment Program) and
the Job Training Partnciship Act’s 8 percent
older worker set-aside are two resources that states
should tap into for training oler persons to work
with developmentally disabled or homebound
elders. States might also look to the U.S.
Department of Agriculture as a potential scource
of training funds.

Public Policy

® The principle and practce of limiting
participation in Older Americans Act progiams
to persons age sixty or over needs to be rethougi.
in terms of its impact on meeting the needs of
elders with lifelong disabilities who have not yet
reached that age. Eligibility for essential services,
such as the congregate nutrition program, should
be built not on chronological age but on
functional criteria.

@ ICF/MR elderly are not allowed to “retire.”
These individuals need to be able to retire from
residential day programs to participate in generic
senior services. State aging and MR agencies
should establish interagency task [orces as a
means {or providing better policy direction on
active treatment needs.

Advocacy/Lega! Services

8 Linking state aging and MR /DD advocacy
services is considered essential to meeting the
needs of older Americans with lifelong
disabilities. Legal services are available under the
Older Americans Act to anyone who 1s age G0 o1
above,

@ Better data or who is in need of services today
and in the future are needed. It 1s recommended
that state registries be developed by the states.

8 In view of the recognized importance of
information and referral services in facilitating
access to needed services, a more intensive
program of information sharing with
mformation and referral (I&R) systems about
aging and MR/DD services should be undertaken
at the state and local levels,

& Mental health agencies should be included in the
coordinated services of aging and MR/DD.

Discussion Group II-b:
Service Systems Development:
Strategies for the Future

Discussion Leader

Sara C. Aravanis / Center for State Action on Elder
Rights, National Association of State Units on
Aging

Resouice Persons:

B. Stockton Clark Program Initiatives Unit, New
York State Office for the Aging

Marsha Mailicl: Selizer  School of Social Work,
Boston University

A variety of types of integrated and specialized
community-based service arrangements are now
being explored and tested in this country in response
to the special requirements of older Americans with
lifelong disabilities. With anticipated rises in the
numbers of older developraentally disabled citizens,
many imaginative new developments in the delivery
of services for this population may be expected in the
future. In seeking cooperative ways to better serve
this population, a number of positive actions were
suggested by Wingspread conlerees, among them:




E

Shaping New Approaches

Many grass roots service providers are working
together and are doing so effectively. A great deal,
however, remains to be done. In the long 1un,
effective coordination requires that service needs
of older persons with lifelong disabilities be
incorporated into the state planning process.

State plans on aging provide a framework and
overall policy direction for how funds are spent at
local-community levels. A recent survey of state
plans on aging reported that slightly less than
one-quarter of the states have given emphasis in
their plans to providing services for older

de relopmentally disabled persons. Recognizing
L..at state and area agencies on aging have many
important items on their agendas and limited
1esources to deal with them, more complete
information on the older developmentally
disabled populaticn is needed to lay the
groundwork for programs of action.

Recognizing that all-encompassing statewide
initiatives may not be fea.. le-at least at the
outset—it is recommended that states which do
want to do something in this area begin by
working with a {ew area agencies on aging on a
demonstration basis,

Aging and Disabilities Linkage:
Regulatory Aspects

It will be necessary to effect many changes in
Medicaid regulations so as to facilitate and
enlarge the base of community support options
for developmentally disabled older Americans.
More investment is needed in the expansion of
social services, as opposed to a continued reliance
on the medical model.

State aging and MR/DD leaders need to jointly
develop a definition of active treatment so as to
enable older developmentally disabled persons’
needs for assistance w be well undeistood. There
are a variety of activities that are appropriate for
elderly people with lifelong disabilities. Medicaid
rules should be revises to assure that they reflect
as much as possible special service needs of older
Americans with lifelong disabilities.

State aging and MR/DD agencies should review

their respective case management operations and
methods to work out a common strategy for
determining, on an individual basis, specific
needs for service.

Service standards neeu to be established
cooperatively by state aging and MR/DD
agencies, particularly in respect to adult day care.
which will have the effect of further opening up
service opportunities for older pe _ le with
lifelong disabilities.

Information and Education
® Information and education are particularly

critical to successful coordination of aging and
MR/DD services. Education must first begin with
the service provider :nd then extend to the
community at large. Area agencies on aging have
expressed the need for knowing exactly what they
can expect in terms of serving elders with lifelong
disabilities. Well thought-through and
coordinated efforts are needed at the state level to
inform and assist local-community provider
networks in considering integrative program
opportunities.

There are many ways to disseminate information.
Fer example, exchanging ariicles in newsletters —
articles that are short, constructive, and well-
written—prepares people in a non-threatening
way for a different kind of client group contact.

A much needed emphasis is on bringing together
professionals in the tield of aging and MR DD
institutional staffs in discussion of programs
relating to the well-beirg of older persons with
lifelong disabilities who will never leave the
institution. Major areas where sensitivity training
is needed include: aspects of aging; ways and
means to enhance the quality of life; model
service programs and optimal environments.
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Discussion Group III-b:

The Need for Advocacy and
Public Awareness

Discussion Leader:
Elizabeth P. Rouse / The Joseph P. Kennedy, Jr.
Foundation

Resource Persons:

Cathy Michaelscn / National Institute on
Community Based Long Term Care, The
National Council on Aging, inc.

Thomas Rose / National Center on Aging and
Disabilities, The University of Maryland Center
on Aging

The need at this time is for greater public
awareness and understanding of aging and
lifelong disabilities issues. Informed public
officials make informed decisions. Toward that
end, Wingspread participants recommended the
following:

Encouraging New Attitudes and
Concepts about Aging and Disabilities

@ State aging and MR/DD agencies shouid
exchange views and work cooperatively to
overcome negative attitudes affecting both the
aged and the developmentally disabled.

@ Media attention could be encouraged that would
feature the value of both aged and
developmentally disabled people and what they
can bring to their communities. State aging and
MR /DD agencies could jointly produce a public
information brochure, a public service
announcement on radio, a commentary on
television, or an editorial in a newspaper—all of
which could be important in changing long-held
sterentypic attitudes and concepts.

@ Older Aimericans with lifelong disabilities need to
be given every opportunity to participate in the
life of their communities. Work and volunteer
options need to be explored in areas where they

can make a meaningful contribution, such as
child and adult care. P.ivate/public sector
linkages are needed in connection with opening
up opportunities for constructive involvement of
older developmentally disabled Americans.

8@ Young parents with developmentally disabled
offspring are a valuable advocacy resource. It is
important for them to know as much as possible
about the lifespan needs of and expectations for
their children. They need te speak out and inform
their legislative bodies. We can make a difference
for the generation of children and youth who are
growing up today.

@ It was recommended, too, that states work with
other advocacy groups in addition to those
representing aging and disabilities concerns, in
facilitating service system linkages beneficial to
older Arrericans with lifelong disabilities, such as
housing and transportation.

Family Supports and Housing for Better
Serving the Needs

@ Encourage families with rezal support (meaning
funds).

# Develop informal networks {churches,
synagogues, local organizations),

@ Use home-equity mortgages to provide for the
mature adult offspring of aged parents when they
are no longer able to care for them.

@ Develop housing co-operatives where apartments
are set-aside for older residents with
developmental disabilities.

8 Encourage investments of venture capital by
private enterprise to provide rental units in
community housing for older persons with
developmental disabilities. Attention needs to be
given to identifying alternative funding streams
for providing supportive services.

® Promote integration of elders with developmental
disabilities into existi ig retirement, life care, and
continuing care communities.




Discussion Group IV-b:

Creating a New Public Policy
Framework

Discussion Leader:
Colleen Wieck / Minnesota Governor's Planning
Council on Developmental Disabilities

Resource Persons:

Robert M. Gettings / National Association of State
Mental Retardation Program Directors, Inc.

Marilyn Moon / Public Policy Institute, American
Association for Retired Persons

What should our priorities bt for older Americans
with lifelong disabilities? Certain broad goals which
would provide a framework {or public policy are
discussed below:

Orientation to Individuals in MR/DD
System and Congregate Delivery in Aging
System

® Case management enables the brokering of
supports. Case management responsibilities must
be dlarified at the state level; however, the lead
agency determined to be responsible may depend
on the individual to be served. Variations cf
solutions include generic case management or
joint screening and intake.

® Individual needs sheuld determine the nature of
services provided. The lead agency (aging or
MR/DD) should work with individuals to
ascertain need, rather than merely refer to existing
services. Where congregate programs are needed
or available, individuals should be guided or
helped to fit into them.

® The capacity of both systemns may iimit the range
of services and choices. However, there are
resources and expertise in both systeins. Expertise
in aging may be social supports; in
developmental disabilities it may be behavio
analysis and content knowledge of the disabilities.
Both systems should become alert to new and
emerging needs and work toward developing new
forms of service.

B Individual plans should be established for chients
upon their entry into the system, regaidless of

point of entry. Responsibility for establishing the
plan should fall to the part of the system which
knows most about the needs of a particular client.
Such plans should also take into consideration
needs for services provided by agencies other than
aging or developmental disabilities, such as
health.

8 Some people may never enter either system. There
are some people whose 1Qs are above 70 who may
be age appropriate referrals but whn do not meet
the criteria of developmentally disabled. Efforts
should be made jointly to identify the currently
unserved population of developmentally disabled
elders, including “borderline’ people whose
needs may be marginal. Questions of eligibility
will arise, and the systems need to work
cooperatively to find ways to serve such persons.
Special advocacy in their behalf will be needed to
preve~: them from being put in a state of limbo,

B State aging plans should give recognition to the
estate planning needs of aging parents of mature
adult offspring with developmental disabilities.

Medicaid Poiicy

® The goal of efforts by state aging and MR/DD
agencies should be to trv to re-orient the current
Medi aid system so that it supports families. An
array of community services are needed as
alternatives to institutional care.

B At the national and state levels, advocacy groups
from both the aging and MR /DD networks can
band together to gain support for Medicaid
reform which reverses the bras toward
institutions.

B States which have successfully implemented
programs under the home and community-based
waiver should be allowed to convert to a state
plan option, rather than be required to reapply

B Efforts to bring about a national long-term care
msurancz pregram should be endorsed.

Support Individuals, Not Service Settings

B The term “array of services” should be used in
place of *‘continuum of services’” because many
clients perceive of a continuum as a series of rigid
steps they must take progressively 1n order to get
the services they need and want. Individuals
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should not have to earn their way through a
continuum of services.

The concept of “aging in place,” as used by the
aging network, should be adopted by the
MR/DD system. The concept speaks to keeping
clients in familiar surroundings as long as
possible, altering their environments favorably,
rather than moving them from facility to facility.

Both systems should seek to adopt, use, and
reinforce the principle that funding should follow
the client, rather than following the various
programs of service.

Families need reorientation from placements.
Staff need training to assess, plan, and broker
services that meet individual needs and life
choices.

Aging resources can assist people with disabilities
to be connected with the community—to make
friends and to have relationships.

Quality and Personnel Issues
® A different type of management is needed in a

dispersed community service system.
Management styles must change at the state,
substate, provider, and family levels.
Management assistance must be available. The
principle of “management by need, rather than
by rules™ should be adopted by all invoived.

Individuals with disabilities must be given the
opportunity to speak for themselves. Training
may be necessary. Improved self-advocacy in
combination with responsive management will
do much to enhance the quality of services
provided.

practices as a means of controlling and
improving services.

Standards related to outcomes of services should
be established and tied in with funding.

Training opportunities for paraprofessionals,
family caregivers, and other care providers should
be expanded.

Individuals and families must be given a role in
the monitoring of service provision. The role of
third party providers in assuring quality of
service should be studied.

Means Testing
® Problems and issues attendant upon means

testing of clients served by both the aging and
MR/DD networks should be examined
thoroughly.

Further discussion and study are needed
regarding asset levels and impoverishment as
related to Medicaid.

Problems and issues surrounding the growing use
of private trust funds and the effect upon client
eligibility for services should be studied. How can
the limited assets of vlder persons with
developmental disabilities be protected?

Services should be affordable, accessible, but not
necessarily free. Further study is needed regarding
the effects of cost-sharing.

Personnel exchanges and /or transfers between
MR/DD agencies and aging network agencies
should be encouraged.

National Policies on Housing and

Transportation

® The Coalitien for Citizens with Developmental
Disabilities should work with the aging network
on policies regarding housing, transportation,
and reform of Medicaid and Medicare.

Family members, friends, and advocates of older
individuals with lifelong disabilities should be
educated to recognize good or bad management




Conclusion:

Public Policy Implications

Janet Pisaneschi

Federal Legislation and
Strategies for the Future:
A View from the Senate

FOREWORD

This paper focuses on recent policy changes in the
Older Americans Act that address the needs of
indwiduals with disab:lities, and on the value of
coalitions as the central organizing principle for
“strengthening the causes thal we are lrying to
champion.” The author shows that by working
together, proponents of the elderly and persons who
have endured lifelong disabilities can have a sizeable
impact on the formulatio:: of national policy. Dr.
Pisaneschi 1s a Kellogg Foundation health policy
fellow serving in the Heclth Office of the Senate
Committee on Labor and Human Resources, U.S.
Senate.

1987 Older Americans Act Reauthorization

Positive Steps to Meet Needs of Individuals
with Lifelong Disabilities

The Senate's version of the Older Americans Act
reauthorization legislation as it relawes to the eldcrly
with disabilities represents some compromising.
Under the junsdiction of the Subcommittee on Aging
in the Committee on Labor and Human Resources,
the bill will contain some amendments that address
the needs of individuals with disabilities. However, it
will not include everything that various advocacy
groups had hoped would be included. Some
compromises were necessary, as always, in order for
us to at least gain an entree into the Older Americans
Act legislation.

Throughout the Senate’s proposed bill, the
geriatric term “disabilities”” is used where it is
appropriate, of course, rather than listing or
specifying specific disabilities (for example, the
mentally retarded or even developmental disabilities).
The proposed bill includes the definition of
“disability” and “severe disability” contained 1n the
Developmental Disabilities Act, thereby clearly

indicating the populations addressed in the various
amendments.

The significant point is that the elderly disabled
and their needs will in a much larger way than ever
before be acknowledged in the act.

A number of other amendments of an
administrative nature form part of this
acknowledgement. In the proposed bill, the
Commissi. ner on Aging would be required to
consult with national organizations representing
individuals, including the elderly, who have
disabilities. The Commissioner would also be
required in the consultation role to develop and
disseminate information on population
characteristics and needs, and provide technical
assistance to state and area agencies that would
enable and encourage them to provide services to
elderly disabled individuals in collaboration with
other appropriate agencies. There is a real push, at
least in this one section, that more cooperative
activities take place for the disabled elderly in the
states and by the area agencies.

The proposed bill also adds the Administration on
Developmental Disabilities and the Alcohol, Drug
Abuse, and Mental Health Administration to the list
of agencies with which the Commissioner must
develop plauning linkages. In addition, the bill adds
the Alcohol, Drug Abuse, and Mental Health Services
Block Grant, the Rehabilitation Act of 1973, and the
Developmental Disabilities and Human Rights Act
to the list of programs which are related to the
purposes of the Older Americans Act. These changes,
although seemingly minor, do assert the growing
presence and the needs of the elderly with disabilities
in the Older Americans Act.

There are two other administrative changes which
are perhaps tangential to th~ specific concerns of the
elderly with disabilities but which may be of interest.
First, the meaning of the term “‘health” is re-
expressed in the bill to include mental health.
Second, the bill requires that the Commissioner
annually collect various data on, for example,
expenditures by service category, numbers served by
service category and the like. It requires that the
Commissioner compile information about the extent

Editor’s Note: In November 1987. the conference report on the Older Aincricans Act Amendments of 1987 passed the House and the Senate and

was sent (o the president for his signature




to which the various centers provide the types of
services required by the act, and also that they are
providing services to the various populations
designated in the act.

In addition to these administrative amendments,
there are a number of programmatic changes that are
being proposed. Several of these are changes that are
a part of a larger change that is being proposed in the
Ombudsman Program of the act. In general, the
Senate version will strengthen the requirements of
the Ombudsman Program at the state level. It
requires that the state plans include the
establishment and operation of an Gffice of Long-
Term Care Ombudsman. Somc states are already
doing this. The bill now requires it for all states.

In addition, the state agency is to establish a toll-
free hotline to facilitate communication of
complaints to the ombudsman. It also requires the
Comumr:ssioner to provide ar annual report to the
Congress on the ombudsman services provided by the
states and the problems and current issues that
emerge [rom the states’ reports concerning their
ombudsmar programs. Issues related to quality of
care and rrsident rights are to be specially noted in
these reports. Finally, the bill also would require that
the Commissioner conduct a study concerning both
the ombudsman'’s activities in behalf of residents of
board and care and similar facilities, [and] the
effectiveness of recruiting, supervising, and retaining
volunteer ombudsmen.

More pertinent is the provision that requires state
agencies to coordinate ombudsman services with the
protection and advocacy systems for individuals with
developmental disabilities and mental illness.
Further, the Senate bill would authorize the
Commissioner to make grants to not l~ss than three
[but not to exceed] ten states to demonstrate and
evaluate cooperative projects between the state long-
term care ombudsman program and the state
protection arnid aCvocacy systems. One million dollars
for cach of the fisca: years 1988 and 1989 are
authorized for these [demonstration projects]
specifically in the legislation.

The purpose statement of the demonstration,
education, and training projects section of the act
will be changed to add emphasis fo1 demonstrations
on minority individuals, low-income individuals,
frail individuals, and individuals with disabilities.

The amendment also adds to tte list of health care
projects io be given special consideration —those
projects that serve elderly individuals with speech,
language, and/or hearing disorders. It would also
specifically authorize grants or contracts for the
development of training programs for service
providers under Title III and nursing home care
providers to meet the special needs of older
Americans with disabilities who are residing either in
the community or in nursing care facilities. Also we
were able to get the inclusion of disabilities in the list
of areas on which a special emphasis gerontology
center may concentrate. [Even though this
amendment is not as significant a change as we had
hoped,] at least we have gotten our foot in the door.
One other final amendment that is included in the
Senate bill would make individuals with disabilities
who reside with and accompany their guardian or
their parents to congregate meals to be eligible to
participate in the congregate meals program.

The Aged and Public Policy

I 'am truly overwhelmed by the [policy] context in
which the elderly must be placed—the overall context
of health care and also the overall context of social
services. Even Senator Kernedy's legislative
initiatives alone, precluding all the other health care
initiatives that have been developed, bespeak the vast
array of our nation’s health care needs: catastrophic
illness protection for the elderly and disabled;
protection for the uninsured; infant, child, and
maternal health needs; AIDS research and treatment.
And there are others in addition to the Senator's
mitiatives: protection against spousal
impoverishment; long-term care needs which are
related to spousal impoverishment; assistance for
Alzheimer’s victims; and others.

Each of these issues has faces—countable faces.
None of us can ignore, for example, the frightening
projections of AIDS infection and death and the
specific people that AIDS victimizes. None of us can
ignore those in our nation and in our world. And
who of us can be less than embarrassed, and I hope
disturbed, that our nation ranks seventeenth in the
world in infant mortality rate, behind Singapore and
Hong Kong? And who of us can forget the 37 million
uninsured Americans—and it grows a million a
year—who, as Senator Kennedy described them, “‘are
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tragedies waiting to happen?"' And who of us, too,
can escape the reality of the {,rowing numbers of our
nation’s elderly citizens who must become paupers in
order to obtain care?

How can any of us who wa::t to have hope fora
future of promise, or who want to continue to respect
and show gratitude for our past, deny or disparage
the claims of any of these groups, of any of these
needy fellow Americans? Yet to recognize these
claims or to assume this challenge, the likes of which
perhaps we have never before faced, is awesome
indeed.

It is a tough time for idealists such as me. I want
everyone to have his or her due, but the price tags on
these needs are not K-Mart or Dollar General Store
variety. Yet I want to believe that we can somehow
provide some solution to meet at least some needs, to
ease at least some pain. Perhaps we cannot achieve
the meeting of everyone’s wants or the meeting of
everyone’s needs, but we can achieve some of those.
To do so, however, I believe we must certainly work
together.

Coalition Building

We must have more coalitions. We must have more
working together. I think it is important for us to
begin this coalition forming to minimize the
competitive, perhaps even sometimes viscious, battles
that can ensue if we do not, and somehow in our
coalitions to actually strengthen the causes that we
are trying to champion.

On a very practical note, coalitions are verv helpful
for [congressional] staff. For example, [as] the
Alcohol, Drug Abuse, and Mental Health bill [has
moved through committee], it has been very helpful
to work with a mental health coalition, rather than
have to work with the seven or eight or nine diffeient
associations. They did their homework before they
came to us, and their arguments become even more
persuasive. It is not just one particular assocsation
speaking—it is 2 number of associations speaking.
What they say carries more weight. We are rather

relieved because it lessens our need to have to play
peace-maker and negotiate.

“Usually coalition forming necessitates the
gathering of information. Coalitions have all
their ducks in a row oftentimes. It is very
helpful to staff and ultimately then to the
Congress.”

Usually coalition formi' necessitates the ’
gathering of informatior. . alitions have all their
ducks in a row oftentimes. It is very helpful to staff
and ultimately to the Congress. Both on theoretical
and very practical levels, legislatively the coalitions
are imperative.

The best case that anyone can make is the specific
case. When you are trying to really sell an issue,
Congress needs to see the faces of the people you are
advocating for. We need to know the stories that you
k 10w personally and first-hand. We get constituency
mail, but sometimes the people who need the help
cannot write the letters. They cannot describe their
case to us. And I think it is the responsibility and the
challenge of advocates for these groups, especially the
elderly with disabilities and other groups, to make
the case. One of the ideal ways of making the case is
to present the specific cases. They win arguments
often.

The general data, the overall impact data, are very
important and essential. But I would encourage you
to develop those case studies of those real live persons
who are suffering as the consequence of needs. Make
those cases now. I think it will convince people more
of the essentialness of the goals which you are
seeking and the values that you are really proponents
for.

And even though your crisis may be down the
road, now is the important time to plan so you can
possibly avert that crisis.
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Robert M. Gettings

A National Agenda for the
Future: Action Steps and
Recommendations

FOREWORD

What line of action will produce the best possible
resulls for older persons with lifelong disabilities
from the resources available? As the author points
out, there are “some points of very significant
agreement’” on which the two systems of aging and
developmental disabilities have to butld. The first is
based on a commitment to home and communilty-
based care, the second on early intervention and
prevention of debilitating conditions, the third on
raising the basic support level under SSI, the fourth
on providing affordable and decent housing for every
American, the fifth on developing coordirated
transportation systems, and the sixth on cinl nights.
Robert M. Gettings is executive director of the
National Association of State Mental Retardation
Program Directors, Inc.

Restructuring of Long-Term Care Policy

Long-term care does not necessarily begin and end
with Medicaid. I would urge that we think
holistically about the p.oblem. I do not think the
answer to long-term care reform is to deal
categorically with the needs of the older
developmentally disabled. We have to think about
long-term care foi frail elderly persons and long-term
care reform in terms of the overall cevelopmental
disabilities population.

There are some points of very significant
agreement which we have to build on. Among those
is the notion that home and community-based
services should be the starting point for how we deal
with people who Lave long-term care disabilities and
chronic health and social care needs. Where we
should start and the whole notion of institutional
bias as it occurs in current policy is something that
should be the major focal point of any kind of reform
stra*egy.

Second, we cannot continue to ignore early
intervention and prevention of debilitating
conditions that pose significant major problems into
the future. We often forget, or overlook, the

consequences of our early {failure to do anything that
leads to those kinds of disabilities. The United States
is seventeenth in the world in terms of infant
mortality and morbidity. That has natural
consequences in terms of what we later deal with in
our agencies. Initiatives, for example, under
Medicaid to expand services to low-income pregnant
women an infants are very important in terms of
what we will be dealing with in the decades ahead.

Third, basing public policy on depundency as the
core defining characteristic of persons who need
services needs to be re-evaluated. In other words, the
way in which Medicaid public policy currently works
is: if I have a client who is Medicaid eligible and I
continue to provide a servics to him that is a care-
oriented service, then I will continue to be funded. If
I find a way of making him less dependent, I will be
rewarded by losing Medicaid eligibility on that
individual’s part. If I want to provide a day service to
a 24 year old developmentally disabled adult in the
community or in an institutional setting, I can do ir
forever and Medicaid will pay for it. As soon as [ start
making that person less dependent or. society and
able tc carn his own way, Medicaid will say to me:
““We no longer can support that kind of service.”
‘There is something wrong with that.

We as an association, in collaboration with other
organizations that are members of the consortium
concerned with developmental disabilities, will be
secking in this Congress to get several amendments
included. One of those relates to the case
management coverage. We are looking for some
language that clarifies [the Health Care Financing
Administration’s interpretation of the states’
obligation to observe freedom of choice in the
delivery of case management services]. I say to my
friends at HCFA. “What you are proposing is
information and referral’ scrvices, not case
management services,”™ Case management assumes
that there is a designated person within a catci.ment
area—a designated agency that has responsibility.
And HCFA is telling states that it will not permit
them to cover casc management services if they
violate that freedom of choice,

Still another issue is the inappropriate placement
of developmentally disabled persons in nursing
homes. The General Accounting Office just
completed a study on nursing home placements on




behalf of the mentally retarded in the three New
England states. GAO concluded that there are
possibly 140 thousand mentally retarded individuals
in general purpose geriatric nursing homes in this
country, most of them placed there for fiscal
expediency. In most state systems, nursing home
payment levels are so low that you cannot justify an
appropriate community program alternative and still
make it cost-effective within the context of the home
and community care waiver. What we are proposing
is that states, on behalf of those clients who are found
to have active treatment needs that otherwise would
require placement in an ICF/MR facility, be able to
use thei, average per capita costs for ICF/MR services
in developing the cost comparison for home and
community care waiver services. I think more states
would be willing and able to use the waiver for that
purpose if they had that authoritv

Last year, Congress removed authcrity for the
Secretary to waive parental and spoise deeming as
part of a home and community car: waiver. We are
seeking language that would restore the authority to
waive deeming under a home and community care
authority. Deeming is the process by which you
attribute the income and resources of the family to
the individual who is receiving services. If you do
that on behalf of a middle-class family where the
child lives at home, you in essence remove their
eligibility for Medicaid services. Similarly in terms of
a spouse who may otherwise be eligible...

In the longer term, I think it is important that we
put out before people strategies even if they do not
prove to be immediately legislatively feasible so that
we have something out in front of us, a framework,
a structure so that when we are forced to move
incrementally, we know the direction in which we
want to go.

There are points of disagreement.

In terms of covering long-term care services, [some
espouse]a social insurance approach, building on
the notion of Social Security to finance long-term
care services. [Others think we should] use a means
tested approach, building on the model of public
assistance or Medicaid to do it. There are some
significant cost implications to that. It will be
expensive in either case. Means testing is the less
expensive of the approaches, but you run the risk of
the so-called “notch’’ problem that you involve in

.

social policy, whi “h is: If you are just slightly above
the income eligibi ity level, suddenly you fall off the
cliff and there are 1o benelfits available to you. If you
use the social insura~.ce approach, you obviously
achieve equity across the entire population, [but is
America] prepared to fi.1ance that? Every other
western European country, modern democracy has
said yes to that question; thus far, we have said no.
But it is a very basic consideration in terms of long-
term care policy.

Income Maintenance Policy

Opportunities to retain income benefits that are
now available permanently on behalf of SSI
recipients ought to be extended to Social Security
Disability Income (SSDI) recipients.

Another issue from the point of view of the elderly
community is to lift or at least raise the current
restriction on earned income disregards for elderly
persons. It has not been shifted to my knowledge in
the past ten years. It is time (hat that was adjusted or,
hopefully, removed.

We also need to think about raising the basic
support leve' under SSI up to the poverty level. That
is another possible agenda item.

National Housing Policy: A Reconsideration

I think it is time that we thought through the
question: Are there ways in which the federal
government can provide the states incentives to cocver
extraordinary housing needs of persons who are
either elderly poor or disabled and poor through the
SSI mechanisms? Perhaps there can be some type of a
matching arrangement above the basic federal
support level that rewards those states that havea
supplementation schedule.

Congress passed a basic housing law in 1949, the
goal of which was to provide affordable and decent
housing for every American. We are now closingin
on 40 years later, and we are further away from that
goal than we were at the time that President Truman
signed that bill into law. In fact, over the lasi seven
years, federal obligations for housing assistance
programs have dropped from about $30 billion a year
down to around $7 billion, according to the
president’s budget this year. I think some of that will
be restored, maybe up to $10 million, but still we will
have a third of the annual expenditures on housing
through the federal government than we had at the
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beginning of the Reagan administration. No
program in the federal government has been as
devastated by the Reagan : Iministration as housing.
(It is a policy area] that v * definitely have to work
on.

One of the big issues is construction vs. subsidy of
housing. A program that we share an interest in is
the Section 202 Housing Loans for the Eldetly and
Handicapped construction program. I have grave
reservations about the proyram. 1 do not know that it
is the wisest use of limited federal resources. Local
non-profit organizations that are fairly sophisticated
and flexible tend to qualify for very large federal
loans to construct limited housing for people. I
wonder if we use that same amount of money and
then spread it out, whether we can get more leverage
from it.

Transportation

Transportation is another area that has been
heavily hit by federal cutbacks. Local mass transit
plans are now being developed. Local transit
agencies, in order to qualify for UMTA [Urban Mass
Transit Act] support, have to provide a plan for
transportation for the elderly and handicapped. 1 do
not think we have been active enough in terms of
trying to influence those plans in many states and
localities.

DOT's [Department of Transportation] regulations
have some very serious problems as far as [UMTA]is
concerned. For example, they ignore the mentally
disabled entirely. In other words, handicapped users
of transportation are physically handicapped users of
transportation. The other problem is that they set a
dollar ceiling, a percentage ceiling, on how much a
local mass transit authority has to expend in order to
meet its obligations [now set at 3 percent]. There are
some amendments that will be introduced shortly by
Senator Cranston to try to deal with that.

The whole question of developing coordinated
transportation systems at the local level for elderly
and handicapped persons is one that I think needs a
lot more attention,

Civil Rights
We have gone through a period where it has been
very difficult to talk about civil rights of people. But

this year, I think there is a great deal more hope that
we will be able to get a civil rights bill through as far

as restoration of civil rights on a broad scale. There is
legislation now pending that Senator Kennedy is
sponsoring; I think there is a fairly good chance that
it will pass. Another bill that is going to be heard
this year is the Civil Fair Housing Amendments.
Essentially what that will do will be to put in place
an administrative device for hearing complaints
about violations of persons’ fair housing rights [to
protect] peopl* who cannot afford to go through the
expense of litigation. There are also some specific
protections in terms of zoning for group homes and
other kinds or residences for the handicapped.

Concluding Comment

I think there is a very major agenda ahead of us.
Much of that agenda from a national perspective I
think is to re-energize ourselves and begin to ask
what is it that the federal government ought to be
doing in this area, rather than fighting a defensive
battle all over again.

Donna McDowell

National Policy Goals for Older
Persons with Developmental
Disabilities

FOREWORD

Donna McDowell in charactenizing America’s public
policy goals for the elderly contends that the same
goals apply to older citizens with lifelong disabilities.
She states, "“The aging and developmental disabilities
networks are obliged...by their public mission to
make a comm cn cause of the interests of older
persons with lifelong disabiliiies at the federal and
state level.”” Ms. McDouwell, director of the Wisconsin
Bureau on Aging, 1s second vice president of the
National Association of State Units on Aging.

Part of what is difficult about deciding on policy
goals for the elderly persons who have developmental
disabilities is that we are not really clear about our
poliry goals for the elderly, period. I have come to
charactenize our policy goals for the elderly in three
sometimes contradictory ways:

I. "To enable older persons to hang on to what
they've got—a home, a lifestyle, lifetime
savings, family, and social relationships.
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2. To have, to be given, or have recognized a
special status in the family, in the community,
and the nation as the “elders of the tribe” --
persons who have made lifelong contributicns
and who have survived the challenges of life to
become its veteran..

3. To entitle persons witl: the physical,
psychological, ard economic insults of old age
to the benefits of the welfare state, benefits
predominantly based on need (not age), but also
tailored to the special circumstances of old age.

This Conference has, as all good conferences do,
taught us ageniks that we still have a lot to learn
abo the diver:ty of the aging population and the
uniqueness of each older citizen. Most of us have
overlooked the srcaal quality of aged persons with
lifelong disatitities. Upon :ame reflection, then, 1
would prepose that for older pevsons with
developmental disabilities my brcad policy goals are
still zpplicable:

1. Older persons with developmental disabilities
ought to be able to hang on to what they’ve
got—knowledge and skills painstakingly
acquired, physical health, social relationships, a
place (perhaps only a very recent place) in the
community.

2. Older persons with developmental disabilities
des¢ rve a special status in the family, the
community, and the nation—truly as survivors,
as veterans of life who have too often
experienced the harshest and most crippling
experiences of life: rejection, negleci, denial of
opportunity, incarceration, restriction of the
rights and dignities of adulthood. Yet these
survivors often shame us with their generosity,
good humor, joy in the small pleasures of life.

3. Older persons with developmental disabilities
will be most likely to suffer the insults of old
age: ill health, loss of family, mental
impairm.ent, economic dependency, and these
entitle them to public benefits. Their needs, too,
should be met with special consideration for
their age and for the achievement of long life.

The Aging and Developmental Disabilities
Partnership

The aging and developmental dissbilities networks

are obliged, I believe, by their public mission to make
a common cause of the interests of older persons with
lifelong disabilities at the federal and state level.

What Is to Be Done?

The federal Older Americans Act and the
Developmental Disabilities legislation should both
reflect in common teims the public responsibility of
J1e two networks to the older developmentally
disabled populations. We need to seek jointly or
concurrently access to service resources which alter
the bias toward institutional .anding. These
resources should include the categorical service
funds reeded to support program development,
advocacy, and protection. And we should restructure
the entitlements to address their institutional bi.. .

In Wisconsin, the imbalance in institutiona! vs.
community funding in longterm care fo. all
populations 1s about 3-to-1, that is, we spend about
three dollars on institutional care for every dollar we
spend in the community. ¥or the elderly, however,
we spend about ten dollars in institutions for every
one dollar we spend in the community. The ratio of
imbalance is about ten-to-one for the eldeily vs.
three-to-one for all populanons. That's an
important piece of information for us to be
conveying to our state legislatures and to our
congressional delegation when they ask why 1t is we
want to go to all thas trouble of restructuring
Medicaid. Clearly, making the Medicaid waiver
progiam an optional benefit in the state Medicad
plan is an important element in this straiegy.

I have discovered that lawrnakers need a gieat deal
of educating to understand that quality assurance is
entirely dependent on the adequacy of assessment,
case planning, and case management, that these are
essential services that have more to do with quality
and outcome of services than with cost con.anment,
although cos: containment may be a by-product.

Capitated funding mechanisms wit,. 1aximum
flexibilitv tn their purchasing power are also
essential to cost-effective, high quality services. It
ha been my experience, and in recently testifying
on the Older Ameticans Act, that there 15 a lot of
interest in Congtess in the 1ssues of quality
assutance. But even on the committees with
authoriang authorrty for the Clder Amerncans Act.
terms like case management are absolutely foreign.
They do not know what 1t means. They do not

Q

RIC

Aruitoxt provided by Eic:

61

n



know what it does.

Long tenm care is, along with health caie costs in
general, the major public policy issue in the ficld of
aging. While we make here common cause in
Medicaid for a balanced, dexible funding souice for
the poor, the DD advocates among us need to
appreciate the goal of many aging advocates for a
universal social insurance prograr: for long-term
care which is financed on an ability to pay basis, but
which does not require impoverishment to qualify.

Clearly, we all have a common interest in SSI, in
taking all of cur elders out of poverty. I hope that
our DD allies in this effort can come to appreciate
our concern about the asset limit which was not
adjusted to inflaticn for a whole decade. Just as
disabled folks cling to a few valued possessions for
many years—a radio, a picture, a trophy, something

“Just as disabled folks cling to a few valued
possessions for many years—a radio, a picture, a
trophy, something that they’ve earned,
something that they’ve owned —so, t00, do the
elderly poor cling to a nest egg of savings
accumulated over sixty years—a nest egg which
may prevent .heir qualifying for SS¥. These nest
eggs are a kind of trophy which says: I worked,
I was prudent, I was thrifty, I saved, I will not
die a pauper.”

that they've carned, something that they’ve owned —
50, t00, do the elderly poor cling to a nest egg of
savings accum.lated over sixty years—a nest egg
which may prevent their qualifying for SSI. These
nest eggs are a kind of trophy which says: I worked, 1
was prudent, I was thrifty, I saved, I will not dic a
pauper. Very poor older people will live on very
modest incomes and not apply for §S! in o.der to
protect a $4 thousand or $5 thousand pz s book
account which they wiil never touch.

Perthaps we should think about that nest egg o
lack of nest eg, not on” for older people 1in
general, but also 7 - ole  developmentolly disabled
persons, To wha. ¢ tdoesan older developmentally
disabled person has gible, matetial evidence ol
lifetime of contorming to sediety s expectations®

Perhaps through employment programs JTPA, the

Tide V supported work programs—we can create
jobs and earnings {or folks who can thereby acquire
possessions of lasting value and meaning for them.
That means engaging the interest of Tatle V national
contractors like the National Council on the Aging,
Inc. The Ivational Association of State Units on
Aging and many state units are also very involved in
employment programs. Perhaps, too, we can use our
legal services and our advocacy systems to enable
elderly parents of the disabled to pass-on an
1inheritance which does not undermine their disabled
adult oftspring’s eligibility for entit’sments. The
ability to leave a personal legacy, to leave your mark,
is a strong human ambition that should not be
deniec. 10 the disabled or any elder. But I am not sure
it is opportunity we offer disabled c'der adults.

The aging network has a strong interest in fainily
caregivers. Family caregivers are often spouses,
sometimes adult children, perhaps aging parents of a
disabled child. They are usually women. We would
like our DD allies to join us in our effort to get
recognition and relief for caregivers We tried to get
this reccgaition in the current reauthonzation of the
Older Americans Act; we have not done it yet.

Initiatives acro: s the country to address the effects
of Alzheimer's and related dementias have engaged
the aging network in organizing respite, support
groups, and caregiver training. I think the aging
network has a clear opportunity and responsibility,
whether or not it1s in the Older Americans Act, 10
assist the clderly parents of disabled adult children.
Here in the issues of family support I think it is
impoitant that we bieak down categorical barriers
and unify our cfforts 1o create support for family
caregivers.

Value and Meaning from Childhood and
throughout Life

Ouz job is to help older persons get access to
human seivices. 1acluding seivices for the
developmentalty disabled. And our job is to build o1
to 1etool programs and delivery systems that have not
existed o1 have not been responsive to older persons.

1 would like to propose that federal ACTION
legislation 1equue an opportunity for elders with
mental retardanion or developmental disabilities to
play an adultiole 1in intergenerational programs,
progiams with both disabled and non-disabled
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t really believe that tomonow’s wori ! can only be
better if today’s children have developed relationships
with di_abled adults, as well as with  'der adulis who
do not have disabilities. We are tal’ pout altering
public perceptions. We have tobegi.  .oitvery carly,
and I think the ACTION legislation 1s a place to
require that some programs develop.

If you think about it, disabled adults are denied a
lot of opportunities by society, but if you look
specifically at older disabied adults, they aie demed by
the’1 life circumstances the opportunity to be a
grandparent, a gieat-aunt, o1 a great-uncle. So perhags
we neerd a new variation on Foster Grandpaients wheie
the grandpaient is disabled.

I would like to close with a story. The story is
Katherine's. Katherine is seventy-two years old.

About the zge of 10 or 12 she was labeled *‘simple-
minded" and sent (0 a state training school. She lived
for 60 years in instiutions of vanious sorts, ending up
in Madison's Allen Hall, a large residential facility
right nexr to the [University of Wisconsin]canpus.

When <he operators of this facility decided to dose
because they could not get Medicaid anymore, in
1982 Katherine was placed by the county social
services department 1in an unusual foster home The
other three residents were small children, and the
provider was an older woman. That home was also
the setting for a family day care for another three
children. Katherine isolated herself in her 10om for
several months after moving into this {oster
home...didn’t communicate...didn't look after herself

except with very specific instructions.

And then in July of 1983 a newborn infant was
placed in that foster home; her mother was in prison.
The foster mother told Katherine that she would just
have to conic o111 of her room and help with the
baby. Katherine was going to have to assume some
responsibility around the house. Her responsibility
was to look after the baby whose name was Desiree.

Katheiine held, fed, and changed the baby Desiree.
In the chaos of this wonderful but very chaotic
household, Desirer received K«therine's constant
attention, affection, and physi-al contact, instead of
what I believe would have beer thc alternative of
spending her infancy alone in.  "bor a playpan.

Desirec’s mother was paroled and almost
immedia.ely ran away. And so, at the age of fifteen
months, Desiree was placed in a new foster home
where the parents were willing and able to adopt her.
She is today a beautiful, bright, and active child
whose coloring reflects her American Indian heritage,
and whose emotional stability reflects the bonding,
affection, and the physical contact she had in infancy
from Katherine. A throw away child was held and
protected by a threw away adult until the child could
find a permanent place in lifz.

We have been talking around the issue here of —
“Can older persons with developmental disabilities
make a contribution? Can they leave a legacy?”

Katherine did.

And since Desiree, now know=: as Jesse, is my
daughter, I am grateful to Katherine for her legacy
anct for her gift to me of a child intact.
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Wingspread — An Epiiogue

Matthev. P. Janicki and Edward F. Ansello

On November 29, 1987 President Reagan signel
into law the Older Americans Act Amendments of
1987 (now Public Law 100-174). Earlier he had
signed into law the Developmental Disabilities Act
Amendments of 1987 (now Public Law 100-146).
Both of these statutes contain provisions related to
aging and individuals with developmental
disabilities. A number cf far-reaching and important
provisions, as noted by Janet Pisaneschi in her
comments at Wingspread, had been recommended for
inclusion in the Senate versions of both bills. Over
the fali, the conference committee process ironed out
differences between the House and Senate versions,
with the House acceding to most of the Senate
provisions. The provisions that survived are
significant and should have a profound impact on
the means with which states can individually and
collectively work to develop and provide services.

The key aging-related amendments to the
Developmental Disabilities Act include the
requirement that the develcpmental disabilities
planning councils review and comment on the state
aging plan (prepared by the state’s unit on aging);
that the state unit on aging’s administrator be
inciuded as a member of the state’s developmental
disabilities planning council; and that funding be
provided so that the Administration on
Developmental Disabilities can set up a number of
university-hased aging and developmental disabilities
training centers. The explicit purpose of these
univr -sity programs is to become technical resource
centers and to cross-train staff already working in
either the mental retardation/developmental
disabilities or the aging-related systems.

More dramatically, a key disability-related
amendment to the Older Americans Act includes
specific language calling for the inclusion of
“individuals with disabilities’" in all facets of the
Act’s services. Other provisions include the
following: At the federal level the Commissioner of
the Administration on Aging (AoA) is required to
consult and collaboratc with the Admimstianon on
Developmental Disabilities; to consult with
organizations representing the interests of older
individuals with disailities 1n evaluating the
impact of the AoA program; and to designate a

university-based multi-disciplinary center with a
focus »Hn disability.

At the state level, state aging and mental
retardation/developmental disabilities agencies are
encouraged to plan and develop services
cooperativeiy fur older individuals with
developmental disabilities; and among other things,
support is to be provided for the adapting of homes
of older persons with disabilities. At the local level,
disabled, dependent adults under the age of 60 can
now be served at congregate meal sites together with
their parents or caregivers, and assistance is to be
giver. (o prevent unnecessary institutionalization of
disabled elders and to aid those disabled elders
currently institutionalized who wish to return to
community settings.

What Are States Doing?

As a follow-up to the June, 1987 Wingspread
meetings, John Swokesberry and his colleagr-es at
Florida International University conducted an
informal survey of states to determine what activities
were being undertaken or planned across aging and
disability agencies. He 1ound that a number of states
were planning aging and disabilities conferezices or
statewide meetings, developing interagericy
committees or agreements, exchangng training
resources, funding university research piojects,
requestin attention to the issuc by state
developmental disabilities planning councils, or
holding regular meetings or discussions among
aging and disability agency counterparts.

It is obvious that the canvening of key staie aging
and lifelong disability leaders at Wingspread has had
an effect. In those states where activities were already
begun, the dissemination of information to other
participants hel ped focus artention on the projects
and share technical expertis-. In those states where
special initiatives were not yet und.rtaken, the
information sharing at Wn.gspread has helped
stimulate new ideas on what could be done. All in
all, the convening stimulated attention on the issue
of aging among individuals with lifelong disabilities

Yet To Be Done

What remains to be done? Foi those of us involved
1 administration, training, progiam development or
famly services responsibilities, what optiens are
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open to us to bridge our efforts across the aging and
disability networks? Although neither network is
financially well-endowed, both provide services and
programs that can become the focus of shared
initiatives. For exampie, senior centers, day care, and
congregate meal sites are excellent settings for
socialization, learning new skills, and enabling
disabled elders to {eel part of the community. These
sites have yet to be fully utilized as locations where
older individuals with disabilities can become
mainstream users.

We can also undertake steps to aid individuals and
families in the following situations. Increased
longevity among adults with developmental
disabilities has created a demand for services and
special attention that many localities are ill-prepared
1o address. While many have developed child-
oriented developmental and remedial education
services, as well as adult-oriented vocational and
social developmental services, the new demand for
senior-oriented retirement services has been, in many
instances, unanticipated. Further, mental retardation
policy makers and administrators themselves are
undecided as o whether to create a parallel senior
services track within mental retardation services or to
collaborate with the aging network in the use of
existing or augmented senior services within that
network.

In some situations, increased longevity has resulted
in unusual demands. For exampie, older persons
with Down’s syndrome may experience both
premature aging and Alsheimer’s disease, thereby
challenging agencies to develop services to
accommodate middle-aged adults who are aging
prematurely and ‘or who are experiencing progressise
mental debilitation,

Other problems relate to transitions. For older
adulits with iifelong disabilities, transition-related
problems include the aging of parents that results in
the two-generation-geriatric family, growing older or
“aging in place” in a community residential setting,
and the challenge of successful retirement {rom a
vocational or developmental activity.

In the instance of those older individuals living
with their families, a number of problems arise. One
is the reality that, unlike most clderly persons, older
mentally retarded adults generally do nnt have
children or a spouse on whom they can depend for

support. In some cases, they live with very old
parents who still provide for their day-to-day
supports. In other instances, it is siblings or the
children of «iblings who provide care, and they may
be ill-prepared to provide extended support given the
competing demands of their own spouse and
children.

“Aging in place™ of older adults currently living in
a variety of community residential situations (such as
group homes, board and care homes, foster family
care homes, supportive apartments, and the like) is
another problem a ¢a. To prevent unnecessary
institutionalization, consideration has to be given to
either re-arranging the typrs of services provided as
these residents age r nroviding for a broader range
of communit_ ,uj port services. Such “aging in
place” can also accur .n a variety of institutional
settings, presenting yet another set of problems.

Most vexing is the situation of those older mentally
retarded persons who need retirement-oriented senior
programs in lieu of their current vocational
involvement. It is easy to effect *‘retirement from "
but it is not so easy to effect “‘retirrment to.”
Confounding this are current federal rules and
regulations in the Medicaid program that are only
beginning to recognize the differing demands of age
upon program requirements,

What Resources Can Aid Us?

What technical resources have evolved since the
Wingspread meetings? We are seeing more university
affiliated mrugrams developing their expertise in this
area, particularly with the infusion of new funds
from the Administration on Developmental
Disabilities tor \vaining and education related to
aging. We ure seeing the Administration on Aging
funding, demonstration projects directed toward
increasing community and aging actwork awarencss.
We are seeing Geriatric Education Centers and
various centers on aging or gerontology awaken to
the professional community’s interest in the service
populations of individuals with lifelong, as well as
later life, disabilities. We are also seeing states
investing valuable resources to develop pre- and wn-
service staff training curricula that can be used by
both systems.

We have begun to see mote state aging and mental
retardation agenaes jontly responding to common
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interests through interagency agreements, co-
sponsored demonstrations, training, exchanges of
personnel and information. We are also witnessing
the emergence of the 1esearch community rising to
the challenges of aging among individuals with
mental retardation. Both the National Institute for
Mental Health and the National Institute on Aging
have developed applied research programs in this
area, and the National Institute for Child Health and
Human Development is supporting basic research on
the association between premature aging and Down'’s
syndrome.

Clearly the Stokesberry survey supports the premise
that states can manage this issue of aging and
developmental disabilities and can successfully
anticipate the demands that future demographic
shifts will bring to? ear. As the recent comprehensive
report of the National Institute on Aging, Personnel

for Health Needs of the Elderly, has noted, the nation
needs to shift its resources over the next thirty years
to accommodate the realities of an increasingly
elderly population. With the expectation that one in
five Americans will soon be an elderly person,
ignoring this future would be irresponsible.

In retrospect, it is obvious that the Wingspread
exper’ ~ce reinforced those states that were already
starting to respond to the changes in their
populations, and encouraged others that had not yet
begun to do so. We expect that the new amendments
to the Older Americans Act will become the vehicle
for even greater interagency coordination ard
cooperation. The Wingspread conference raised the
issues, the Congress has provided the means, and
now 1t is up to the states to build the bridges toward
partnership. We hope that this book is a tool.
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The National Center on Aging and Disabilities was
created in 1985 by The University of Maryland Center
on Aging to focus attention on the growing
population of older Americans with lifelong
disabilities and their unique needs. Its studies,
training and educational programs, and program
development activities produce timely and practical
information to assist leaders of governrent and
other public policy-makers, administrators,
academicians, representatives of prcfessional and
public groups, pracutioners, scholars, studeat- and
concerned citizens in arriving at sound decisions so
necessary to the well-being of America’s elderly with
lifelong disabilities. The Center’s purposc s to

understand better the policy and practice
implications and service requirements attendance
upon the increased lonzevity of developmentally
disabled and mentally retarded citizens.

Additional copies of this report may be obtained
from The University of Maryland Center on Aging
at $10.00 each (postage paid).

‘The National Center of Aging and Disabilities
Center on Aging

The University of Maryland

College Park, Maryland 20742-2611
Telephone: (361) 454-5856
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